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This nation's number one health problem for both
children and adults is chronic illness (Travis, 1976).
This is especially tragic in the case of children, seven
to ten percent of whom are afflicted with one or more
serious chronic illnesses of physical origins (Mattson,
1972; Travis, 1976). This figure represents an increase
in recent years, in part because medical advances have
changed many once fatal childhood illnesses to more long-
term, chronic conditions. Moreover, due to improved
methods of early diagnosis and treatment, more families
are now living with chronically ill children, and for
longer periods of time. Long term illness in a child is
a significant stress on the family members: they must
cope with the physical, financial, and psychological hard-
ships of living with a very ill child (Drotar, 1978). For
progressive illnesses, the family must watch the sick
child slowly decline in health. Even if the child lives a
relatively normal life span (with impaired physical func-
tioning), the family may have to continually readjust to




There is a considerable body of literature on the
psychological and emotional impact of illness on the fam-
ily (see for example, Boyle, di Sant'Agnese, and Sack,
1976; Debus key, 1970; Drotar, 1977; Futterman and Hoffman,
1973; Gamstorp, 1980; Green and Solnit, 1964; Green, 1967;
Hughes, 1976; Kupst and Schulman, 1980; Meadow and Meadow,
1971; Melamed, Meyer, Gee, and Soulte, 1976; Miller, 1979;
Nager, 1978; Neil, 1970; Seigel, 1976; Sigler, 1970; Solnit
and Stark, 1961; Sperling, 1978; Steinhauer, Muchin, and
Rae-Grant, 1974). For the most part, however, these
studies of family adaptation have. focussed on parental
and patient responses to living with the illness. Few
investigators have explored how well siblings understand
and respond to this unique life stress--how the extreme
focus of concern on one child affects well children's per-
ceptions of themselves, and family relationships. It may
be that these children's feelings parallel those of their
parents in many ways, "but children stand in a different
relationship to the family and to the disability"
(Featherstone, 1981, p. 141).
As family systems theorists have pointed out, stress
on one part of the family will affect all members in the
family and will cause shifts in the organization and
behavior of the family (Minuchin, 1974). Yet sibling
interaction and responses to stress are an often over-
looked part of family functioning (Bank and Kahn, 1975).
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Thus, although a survey of life events indicated that sib-
ling illness was among the most stressful of 42 life
events for children (Coddington, 1972), siblings of chron-
ically ill children are the most neglected members of the
family during treatment (Patterson, Denning, and Kutscher,
1973 )
.
The research and clinical literature on siblings of
chronically ill children can be classified into four cate-
gories, based on method of inquiry. One category, Clini-
cal Reports, provides observations and clinical impres-
sions which have emerged from clinicians' work with ill
children's families. A second category, Parental Reports,
is comprised of parental reports of siblings' problems in
coping with the illness; these reports often include some
data which has been obtained through incidental findings
in family studies. The third category, Interviews with
the Child, presents semi-structured interviews with the
healthy siblings of ill children. Finally, the category
Projective and Objective Assessments of the Child, pro-
vides studies where a variety of projective and objective
psychological tests are administered to assess children's
understanding of their family's situation.
The methodologies of these studies are quite differ-
ent. Some studies use research instruments designed
solely for the study. Others use standard tests but do
not provide full discussions of results or methods of
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scoring. There is a wide age range of children within and
across studies, and few studies include control groups of
healthy siblings of healthy children. As a result, it
is difficult to make comparisons across different studies
and conclusions drawn across studies must be guarded.
Nonetheless, a review of this work does suggest several
hypotheses which warrant continued refinement and study.
Clinical Reports
These uncontrolled observational studies were not
designed to collect data for the purpose of testing spec-
ific hypotheses. They are observations and theoretical
discussions of the family's experience in living with a
chronically ill child, derived through clinical experi-
ences with this population. In these reports, often the
distinction between observations and inferences about these
observations is unclear. Given that these observations
are generally made on a biased sample of children (in
treatment for emotional and behavioral difficulties), it
is not surprising that the reports tend also to be "long
on stress and short on coping" (Hamburg, 1974), emphasiz-
ing the disruptive and negative aspects of children's
reactions to this stress. Nevertheless, these studies
are valuable both for their descriptions of how a child's
illness can affect family activities, and for their
intriguing hypotheses about the siblings' emotional and
5
behavioral responses.
According to these reports, most chronic illnesses
have the effect of changing family routines and activi-
ties, increasing the level of tension and anxiety in the
home, and focussing parental attention and concern on one
child (Burton, 1975; Travis, 1976). For example, siblings
of children with congenital heart disease or cystic fibro-
sis may be prohibited from activities with crowds because
of parental fears that infections will be introduced into
the household and jeopardize the life of the sick child
(McCollum and Gibson, 1970; Travis, 1976). Siblings of
children with muscular dystrophy are often burdened by
helping with physical care and "some dystrophic children
would enslave their physically normal siblings, 'hand me
this, pick up that' — if not restrained" (Travis, 1976,
p. 423).
The families of children with cystic fibrosis are
extremely involved in the medical management of the ill
child: administering numerous medications, and carrying
out extensive physical therapy, often twice daily (Drotar,
1978). The amount of medical equipment can make travel
difficult and the social activities of family members are
limited because of the ill child's chronic productive
cough (Rosentein, 1970). Families of diabetic children
must master insulin injections, evaluations of urine test-
ing, and must become familiar with new dietary and meal
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planning requirements. "Time must be re-ordered to include
these new tasks in conjunction with increased scrutiny of
food intake and urination" (Sargent, 1982). Cystic,
diabetic, asthmatic, and hemopheliac children often require
emergency hospitalization which increases family anxiety
and disrupts family functioning (Debuskey, 1970). It
appears that in any chronic illness, family activities are
likely to be reduced due to fear of a developing crisis,
potential distance from medical care, lack of funds, time,
and energy, and inability of the ill child to endure normal
activities (Kruger, 1980).
Emotional responses of siblings . Clinicians have reported
that in response to these changes, many siblings harbor
feelings of resentment, anger and guilt. Well siblings
are found to be quite jealous of the parental affection
and attention given to their ill siblings and resentful
of the patients' s escape from disciplinary measures
(Burton, 1975; Featherstone , 1981; Sourkes, 1980; Travis,
1976). Moreover, the usual competitive feelings between
siblings are affected by illness markedley: upon illness
onset, rivalries from the time of the sick child's birth
are often reactivated if the sibling is older than the
patient (Burton, 1975).
Although well siblings may feel quite angry about
being deprived of their share of parental resources (time,
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money, affection, attention), often these siblings are
unable or unwilling to directly express their anger toward
the seriously ill child. Similarly, anger at the parents,
perhaps for not protecting the patient from illness is
often present; these feelings, too, may not be expressed,
however, partly because they involve feelings of insecur-
ity regarding the parents' ability to protect the well
sibling from similar problems (Sourkes, 1980).
Well siblings often feel guilty about being healthy
and therefore able to participate in activities which the
ill child cannot. Guilt feelings may also arise from the
well child's belief that s/he has caused the illness or
made it worse. Sourkes (1980), in her study of siblings
of children with leukemia, found that many sibling views
on what causes illness include implicit or explicit self
references. Siblings often perceive the anger and resent-
ment they express (or simply feel) during the patient's
remission as causing subsequent exacerbations in the ill-
ness (Binger, 1973). Share (1972) and Heffron (1973)
reported that siblings become overwhelmed by guilt and
fear during a patient's hospitalization, especially if
they had expressed anger toward the ill child when in
remission.
Problems are posed as well by the world of classmates
and strangers: the well sibling is often embarrassed and
confused by his/her "different" family ( Featherstone
,
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1981). These feelings often come at a time when children
are very concerned about looking "normal." They result
from the unthinking, but often cruel, reactions of class-
mates or adult strangers to the ill sibling—reactions
which can make the healthy child feel both ashamed and
angry for his/her identification with the ill child.
They stand with one foot in the world of
normal classmates and the other in their
exceptional family .... Forced to mediate,
to explain, and sometimes to choose between
conflicting loyalties, brothers and sisters
can end up angry at the normal world, the
disabled child, and themselves ( Featherstone
,
1981, p. 142).
These children may feel not only lonely and isolated
from their peers who have "normal" families, but lonely
and isolated within their own families, as they deal with
a number of losses. They lose physical and emotional
attention from their parents. Moreover, they observe the
sick child getting special parental treatment. As a
result, they often view parental preoccupation with the
sick child as a rejection of themselves (Burton, 1975;
Lindsay and MacCarthy, 1974; Sourkes, 1980). These
children often lose the reciprocal support and companion-
ship that siblings can provide one another. As Feather-
stone (1981) has pointed out, the healthy child in small
families "sometimes endures a particularly poignant sort
of loneliness, a longing for a 'real' brother or sister
with whom they might share more, one who could reflect
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their own feelings and experiences" (p. 144). If the well
child is aware that the illness is fatal, then s/he must
come to terms with a greater loss: the impending death
of a brother or sister. Intense feelings of depression
and anxiety in anticipation of the death may develop as
part of the mourning process (Lindsay and MacCarthy,
1974) .
Confusion and anxiety about the causes and course of
the sick child's illness can increase the well child's
sense of isolation. Parents often avoid discussion of the
illness with their healthy children, perhaps hoping to
avoid burdening them with sadness and loss (Featherstone,
1981). Unfortunately, this silence can result in the
child's feeling even more alone with his/her anxieties,
and his/her negative feelings.
Behavioral reactions of siblings . These clinically-
observed feelings of anger, depression, confusion, and
loneliness can lead to disturbances in behavior. Rosen-
stein (1970) speaks of a high incidence of behavior prob-
lems in the siblings of children with cystic fibrosis.
These siblings exhibit "resentment, depression or acting
out behavior, with little evidence of overt hostility"
(Rosenstein, 1970, p. 29). Behavior disturbances can
also take the form of regression, where the sibling seems
to retreat to earlier behavior patterns while trying to
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cope with heightened anxiety (Lindsay and MacCarthy,
1974). Some children act out, perhaps as a defense
against depression, while others withdraw into daydreams
and obsessive, anxious thinking (Sourkes, 1980). In order
to disrupt the parent's preoccupation with the ill child,
healthy siblings may exhibit a range of attention-seeking
behaviors, including clinging, tantrumming, and stealing
(Kew, 1975).
A number of authors (Gyulay, 1975; Lindsay and
MacCarthy, 1974; Sourkes, 1980; Travis, 1976) find that
well siblings often exhibit psychosomatic symptoms, sleep
problems, and accident proneness. These authors hypothe-
size that these reactions may be due to the well sibling's
wish to be ill , and thereby gain parental attention and
nurturance. However, they also argue that it may reflect
the sibling's preoccupation with the sick child resulting
in an identification with his/her illness. Sourkes (1980)
believes that because of their identification with the
ill child, siblings are often extremely frightened of
becoming ill.
As children in the same family, past
experiences that affected one child often
affect the other. Thus it is only a mat-
ter of extension that an illness which
could befall one child could just as easily
befall another. This logic is especially
true when the siblings cannot stipulate,
either cognitively or emotionally, a cause
for the illness. The apparent randomness
of events leads the sibling to think:
"why not me too?" (Sourkes, 1980, p. 62)
In summary, the Clinical Reports describe how the
stresses imposed by the need to care for a chronically ill
affect family activities, increasing the level of anxiety
in the home, and focussing parental attention and concern
on one child. According to these authors, well siblings
harbor feelings of resentment, anger, and guilt, which can
lead to a range of disturbances in behavior. Sibling
reactions are intensified during periods of diagnosis,
illness exacerbation, and relapse of the illness (Sourkes,
1980). Well children who are particularly at risk for
behavior problems generally are closest in age to the ill
child (Everson, 1977; Meyerowitz and Kaplan, 1973); are
undergoing concurrent stresses of their own; have a poor
relationship with parents or the ill child prior to the
illness; and/or have few effective coping strategies
(Taylor, 1980b).
Parental Reports
Interviews . The first group of reports reviewed in this
section uses semi-structured interviews with parents to
assess siblings' adaptation to illness. As will become
clear, the general finding from using this approach has
substantiated the claim of serious emotional impact on
the well child. Although some parents seem to perceive
positive effects of the illness (noting increased nur-
turing, compassion and cooperation in healthy siblings),
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most report significant problems in healthy siblings,
particularly the child closest in age to the sick child
(Allan, 1974; Binger, 1969, 1973; Burton, 1975; Hunt,
1973; Kruger, 1980; Taylor, 1980a; Turk, 1964). However,
none of these studies included either comparison groups
of siblings of healthy children or objective methods to
assess siblings response to the ill child. Thus, the
"increased disturbance" noted could be an artifact of
having inappropriate expectations of normative disturbance
levels or using subjective interviews as criterion mea-
sures. Sourkes (1980), in fact, has discussed how
parental emphasis on disturbance rather than coping in
siblings may distort parental reports.
Ongoing parental reports may be biased
in perceiving siblings as "problems" in
contrast to the idealized patient. Fur-
thermore, the parents' tolerance thresh-
old will be lower under stress, and thus
"symptomatic" behavior on the part of the
siblings will be acutely salient (Sourkes,
1980, p. 53).
Mothers of children with cystic fibrosis report that
well siblings have problems of soiling, stealing, fire-
lighting, undiagnosed recurring abdominal pain (Allan,
1974); playing sick to get attention; feeding and sleeping
problems; and nervousness (Kruger, 1980; Turk, 1964).
Interviews wth parents and teachers of siblings of chil-
dren with myelomeningocele reveal problems of increased
anxiety, resentment, and feelings of rejection and neg-
lect (Hunt, 1973).
Burton (1975), who contacted all known families of
children with cystic fibrosis in Northern Ireland, asked
parents about the effects of this illness on the behavior
and attitudes of well children in the home. Almost half
of the older siblings displayed positive protective feel-
ings toward the sick child and were less aggressive than
before the illness, giving in more easily to the sick
child. Anxiety about the illness and feelings of respon-
sibility for the sick child's well-being were common.
Jealousy was rarely apparent in older children, which
Burton theorizes may be due to the older child's ability
to hide negative feelings: their guilt and worry con-
cerning the sick child "may limit open expression of less
acceptable behaviors" (Burton, 1975, p. 196). Problem
behaviors exhibited by these well siblings include bed-
wetting, school difficulties, and accident proneness.
Parents of children with leukemia were interviewed
in Binger's (1969; 1973) study regarding the long- and
short-term effects of the illness on the family. Binger
(1969; 1973) reported that up to 50 percent of the sib-
lings of children with leukemia showed behavior patterns
indicating difficulty in coping.
Problems described by parents included an
onset of severe enuresis, headaches, poor
school performance, school phobia, depres-
sion, severe separation anxiety, and persis-
tent abdominal pains. (Binger, 1969, p. 416)
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They also found, as have independent observers cited
earlier, that well siblings tend to interpret the parent's
preoccupation with the sick child as a rejection of them-
selves .
Studies of group discussions with families of chil-
dren with leukemia indicate similar difficulties with
intensified sibling rivalry, guilt, and behavior problems
(Heffron, Bonnelaere, and Masters, 1973). However, they
also found that these problems diminished greatly when
the siblings were given the truth about the diagnosis and
course of treatment and were encouraged to discuss openly
their feelings about the ill child.
Questionnaires . Several studies have used parental ques-
tionnaires and behavioral checklists to assess sibling
adjustment. While this methodology is more standardized
than parental interviews, it does not provide as rich a
source of qualitative and descriptive data. It is impor-
tant to also recognize that these reports are assessments
of parental perceptions of the child's adjustment.
Lavigne and Ryan (1979) asked parents of children in
hematology, cardiology, and plastic surgery clinics to
complete the Louisville Behavioral Checklist (no reference
given in the Lavigne and Ryan report), for their healthy
children. The same questionnaire was also administered
to parents of siblings of healthy children. They found
that siblings of the ill children were reported to be sig-
nificantly more withdrawn and irritable than were siblings
of healthy children. Interestingly, Lavigne and Ryan also
found no correlation between the severity of the illness
and the degree of problems noted among siblings.
Tew and Lawrence (1973) report similar results when
parents and teachers completed the Bristol Adjustment
Guide (Stott, 1973) for the siblings of children with
spina bifida. These siblings were almost four times as
likely to show signs of maladjustment in school than were
siblings of healthy controls. The authors also report a
nonlinear relationship between severity of illness and
sibling adjustment: children with very slight handicaps
were likely to have more disturbed siblings, followed by
the severely handicapped group. Far behind these two were
the siblings of moderately handicapped children.
Mothers completed the Psychiatric Screening Inventory
(Langer, et al . , 1976) for their well children in a com-
prehensive and well controlled study of 239 families of
children with cystic fibrosis, myelodysplasia, multiple
handicaps, and cerebral palsy (Breslau, Weitzman, and
Messenger, 1981). It was found that the proportion of
siblings with serious psychological impairment was not
significantly different from the proportion of impaired
children in the control group of healthy siblings of
healthy children. There were intensity differences,
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however, so that the siblings of ill children scored sig-
nificantly higher on the mentation problems, fighting,
and delinquency subscales. And again, type and severity
of the sick child's illness or disability, as well as the
well child's age and sex, were not related to the psy-
chological functioning of the siblings.
A study by Gath (1972) also seems to contradict
earlier studies that reported increased disturbance in
siblings of ill children. Parents and teachers completed
behavioral scales designed by Rutter, Crutter, Tizard,
and Whitmore (1970), which discriminate between children
attending child guidance clinics and other children in the
general population. No differences in the frequencies of
behavior problems were found among the three groups in
the study: siblings of children with Down's syndrome,
siblings of children with surgically repaired cleft
palates, and siblings of healthy children.
In speculating on why these studies did not find sig-
nificant emotional or behavioral problems in siblings, we
could point to the characteristics of their samples (ages
or illness categories may be different) or the tests used
to assess the children. However, a possible reason for
the contradictory findings with previous studies may
involve an important mediating family variable that has
not been controlled for in many studies. A potential
definition of this mediating variable can be found in
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the study of Townes and Wold (1977). In an intriguing
study of the impact on the healthy siblings of parental
communication about the patient's diagnosis, Townes and
Wold (1977) interviewed parents of children with leukemia
10, 20, and 32 months post-diagnosis. Parents rated on a
Communication Questionnaire each sibling's awareness that
the child with leukemia was ill, had leukemia, and might
die. Parents also indicated how much the sibling knew
about the illness. In addition, parents filled out a
quantitative Symptom Checklist of the sibling's academic
and social functioning. The authors found that early in
the course of the illness, poor adjustment was associated
with little communication from mother concerning the ill-
ness. Corroborating Heffron, et al.'s (1973) finding on
the importance of open communication among family members,
the siblings with the best adjustment were those who had
obtained information about leukemia and who had achieved
a realistic understanding of the illness.
In summary, both the parental interviews and parental
questionnaires generally seem to substantiate the emo-
tional impact on the child that clinicians have reported.
In addition, it appears that communication styles in the
family may be an important mediating variable in the
sibling's adjustment to the illness.
18
Interviews with the Child
Three studies have been reported using semi-
structured interviews to assess the impact of chronic
childhood illness on their healthy siblings' lives (Gogan,
Koocher, Foster, and O'Malley, 1977; Gogan and Slavin,
1980; Taylor, 1980a). However, none of these studies have
used comparison groups of healthy children with healthy
siblings. It is unclear, therefore, to what extent these
children's attitudes actually reflect the stress of living
with a chronically ill sibling, apart from other sibling
factors
.
Retrospective interviews with siblings of former can-
cer patients revealed emotional concerns such as feeling
jealous, resentful, abandoned, and fearful of their own
health (Gogan, et al . , 1977; Gogan and Slavin, 1980).
Feelings of guilt were quite common; according to the
authors, these feelings appeared to be directly related
to the lack of information about and poor understanding
of the patient's illness. Importantly, siblings also
reported some positive aspects of the illness experience
as well, including increased closeness to family members
and enhanced personal emotional growth.
Taylor (1980a) interviewed twenty-five healthy school-
aged siblings of children with asthma, cystic fibrosis, and
congenital heart disease. She was interested in their
19
relations with family members, knowledge of siblings"
condition, and feelings about themselves. Children's
statements revealed that they experienced feelings of
deprivation in regard to parental time and attention,
including physical care, recreational activities, and
material items. "Lack of touch and physical closeness
were predominant deprivations noted by the well chil-
dren" (Taylor, 1980a, p. 114).
Feelings of inferiority were also expressed and
seemed related to lack of feedback from parents: "several
well siblings stated that they could never do anything
good enough to get the parents * attention or earn status
similar to the ill children" (Taylor, 1980a, p. 114). The
largest single effect of the illness upon the well sib-
lings was manifested by feelings of isolation.
Many children described feelings of being
alone or outside the family relationships.
They saw the parents and ill children as
dyads which excluded them. .. .They reported
feeling peripheral to the family on [medi-
cal] clinic visits and generally ignored
by health care providers. (Taylor, 1980a,
p. 113)
As was true in the work of Gogan and her colleagues
(Gogan, et al., 1977; Gogan and Slavin, 1980), Taylor's
(1980a) study reported positive effects from living with
a sick sibling, particularly when the well child was res-
ponsible for some of the treatments of the child. Taylor
believes that some of the well children's statements indi-
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cated increased empathy toward the ill child and "a sen-
sitive perception of how the parental relationship was
affected by the illness" (Taylor, 1980a, p. 115).
The Taylor (1980a) study also refers to the possible
mediating variable of communication, described in the pre-
vious section on parental reports. According to Taylor,
well siblings often do not understand either the cause of
the illness or why the ill child behaves the way s/he
does. Taylor (1980a) sees this lack of understanding
reflected by the children's stated concerns about develop-
ing the illness themselves. Perhaps this fear might be
connected with concerns about wrongdoing: feelings of
guilt about thoughts and about behavior toward the ill
sibling were quite predominant.
Projective and Objective Assessments
of the Child
Children's beliefs about illness . The development of
children's concepts of illness causality and treatment
has received increasing attention in child development
research (Bibace and Walsh, 1980; Bios, 1978; Carandang,
Folings, Hines, and Steward, 1978; Simeonsson, 1979).
These authors generally utilize the Piagetian formulation
of causal reasoning development as their theoretical
framework (Piaget, 1930; 1969). As was true with other
methodologies, however, few researchers have made com-
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parative studies of well and sick children's understanding
of illness. And, in fact, no studies have been reported
which compare the theories of siblings of sick children
with the theories of siblings of well children. Given the
cognitive/developmental framework of these researchers,
it is not surprising that the one study that has looked
at the role of sibling illness in children's conceptual-
izations of illness (Caradang, et al . , 1979) assessed
cognitive levels of understanding rather than emotional
responses to sibling illness.
Children's theories about illness have generally been
investigated by presenting the child with stimulus pic-
tures designed to depict a variety of illness situations
(Bios, 1978). In general, research on children's under-
standing of the causes of illness has found that children,
especially those who are ill, tend to think of illness as
punishment for bad or prohibited behavior (Bios, 1978;
Dubo, 1950; Gellert, 1961; Peters, 1978).
Peters (1978) used a modified Thematic Apperception
Test (TAT) followed by a direct interview to study con-
ceptual thinking in eight- to ten-year-old hospitalized
children. She found that a majority held to the concept
of self-causality as an explanation for illness. When
the context and wording of the stories was examined,
Peters (1978) found:
...a pervasisve implication that illness
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results from disobedient or imprudent
behavior. Chance occurrences in relation
to cause of illness were rare. (Peters,
1978, p. 147)
Gellert (1961) also found that children explicitly or
implicitly blame self-blame when explaining how children
become ill. She found in her analysis of children's
stories to pictures that two-thirds of her sample of hos-
pitalized and healthy children attributed illness either
to transgressions against rules or ommission of recom-
mended actions. Moreover, over one-fourth of the sample
blamed the story child's illness entirely on "consciously
perpetrated transgressions" (Gellert, 1961, p. 4)
When the responses of hospitalized subjects were
compared with those of well children, it was found that
"well children showed a greater tendency to explain ill-
ness in terms of human action or default." (Gellert,
1961, p. 5) This difference resulted from the tendency
for well children, more than ill children, to project
blame for the illness upon others in the environment.
However, the tendency to blame the story child him/herself
for getting sick was essentially equivalent in the two
groups
.
Children's reactions to sibling illness . Studies which
directly assess the well sibling through projective or
objective techniques generally tend to compare healthy
siblings of ill children with the ill children rather than
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with healthy siblings of healthy children. However, the
results of these studies are quite informative; in
general, they suggest that well children show equal if not
greater stress than do their ill siblings (Cairns, Clark,
Smith, and Lansky, 1979; Siegel and Kornfield, 1980).
Siegel and Kornfield (1980) used the Kinetic Family
Drawing Test (Burns and Kaufman, 1972) to evaluate atti-
tudes and conflicts in both children with muscular dys-
trophy and their normal siblings. Children in both groups
were asked to draw a picture of everyone in their family
doing something. The most significant characteristic of
the well siblings' drawings was that they "encapsulated"
themselves in the pictures, removing themselves from their
handicapped siblings. The authors hypothesized that this
encapsulation reflected the well child's feelings of iso-
lation as well as fears of hurting the patient, an inter-
pretation supported by Taylor's (1980a) work.
Siegel and Kornfield (1980) reported that the draw-
ings also indicated intense anger and depression, and did
so in ways which would not have been easily identified in
clinical interviews alone. Moreover, they also reported
that well children's drawings revealed feelings of con-
flict about competition with their ill siblings, especial-
ly in regard to maternal attention.
Crain, Sussman, and Weil (1980), using both direct
observations of mother-child interaction as well as paren-
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tal questionnaires, found that the major difference
between diabetics and their healthy siblings was that the
diabetic child had a closer expressive relationship with
the mother. The California Tests of Social Maturity and
Achievement (Tiegs, 1957), Coopersmith ' s Measure of Self
Esteem (Coopersmith, 1959), and Farber's Self-Satisfaction
Form (Farber and McHale, 1959), used to assess children's
behavioral and emotional status, yielded no statistically
significant difference between the two groups.
Similarly, no significant differences were found
between 23 children with cystic fibrosis and their 26
healthy siblings on the Piers-Harris Self-Concept Scale
(Piers, 1969) or the Missouri Children's Picture Series
(Sines, Pauker, and Sines, 1971), in a study by Gayton,
Friedman, Tavormina, and Tucker (1977). In fact, the
average total Piers-Harris self-concept score for the sib-
lings included in this study was higher than that reported
in other studies for normal children. The authors provide
only a limited description of the information obtained
from the Missouri Children's Picture Series, unfortunately,
noting only that group profiles for both groups are within
"normal" limits; whether more critical analyses in search
of group differences would yield any cannot be determined
from their report.
Contrary to these results, Cairns, et al . (1979)
found that siblings of children with childhood cancer
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showed more distress than did the patients in several
areas: (1) perceived social isolation; (2) perception
of their parents as overindulgent and protective of the
sick child; (3) fear of confronting family members with
negative feelings, and (4) concern with failure. Patients
and siblings were assessed with the Piers-Harris Self Con-
cept Scale, the Bene Anthony Family Relations Test (Bene
and Anthony, 1957), and the Thematic Apperception Test
(Murray, 1943). Like other investigators, they found
normal self concepts for both groups on the Piers-Harris
test.
The TAT stories were scored for examples of seven
bipolar content categories. A discriminant function
analysis using equal prior probabilities was performed
to ascertain whether the subjects could be identified
accurately as patients or siblings on the basis of one or
more categories in their TAT stories. The categories
which discriminated siblings from patients were: positive
body image, good mood, social isolation, achievement, and
dependency. Siblings' stories contained more of these
themes than did patient stories. In addition, analyses
of the fourteen patient-sibling pairs within the study
revealed significant differences on certain Family Rela-
tions Test scores. Siblings were significantly more
likely to feel that other family members did not have
good feelings toward them than were patients. However,
patients and siblings appeared to be very similar with
respect to anxiety and perceived vulnerability to illness
and injury.
In accord with results reported by earlier investi-
gators (Siegel and Kornfield, 1980; Taylor, 1980a),
Cairns and her colleagues (1979) found that siblings of
ill children tend to feel very isolated from their fami-
lies. Desmond (1980), as part of an intensive observa-
tional study of two families including children with can-
cer, also found that these siblings perceived parents as
inadequate sources of emotional support [as revealed
through stories told to the Robert's Apperception Test
(no reference given)].
In summary, direct testing of children indicates that
healthy children with ill siblings have normal self con-
cept, but are troubled by feelings of isolation, depres-
sion, and unexpressed anger. However, these reports com-
pared healthy children with their ill siblings. No con-
clusions can be drawn as to how healthy children with ill
siblings might compare to healthy children with healthy
siblings on these measures.
Rationale for the Present Study
Clinical reports and research, as have been docu-
mented in this review, have indicated that living with a
chronically ill sibling, regardless of type of illness,
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has a profound impact on the lives of healthy children;
there is some suggestion that the impact may in fact put
them "at risk" for developing serious emotional problems.
Most of the available reports have described feelings of
resentment, anger, guilt, and isolation in the siblings
of ill children. They have also noted a variety of behav-
ioral problems (irritability, isolation, nervousness,
regression), many of which seem to reflect depressive
symptomatology. Although the available research does not
suggest that siblings of chronically ill children will
necessarily exhibit severe disturbances in behavior, it
is clear that these children are often very troubled by
negative feelings associated with living with an ill
child. It was also argued that several apparently dis-
crepant findings in the literature may actually have
explanations consistent with one another if the impact
of the illness was studied in conjunction with family
communication styles.
However, the available literature shares several
serious methodological limitations. Most studies utilize
idiosyncratic measures with poor procedural standardiza-
tion. Moreover, methodologies across studies are not uni-
form, prohibiting direct comparisons. By far the most
serious deficiency of the literature is the general lack
of normal controls allowing comparisons between healthy
siblings of chronically ill children and healthy siblings
28
of well children.
In an effort to address the pervasive neglect of sib-
lings in interventions for families of ill children,
several authors have described various therapeutic inter-
vention techniques for ameliorating the psychological
impact of chronic illness on well siblings (Craft, 1979;
Everson, 1977; Friedrich, 1977; Grave, 1974; Gyulay, 1975;
Taylor, 1980b). However, until more methodologically
sound information can be gathered, such interventions
can be harmfully misdirected by assumptions which attri-
bute greater vulnerability and symptomatology than may in
fact exist. Indeed, before the problem of risk or symp-
tomatology can be adequately addressed, a more basic and
descriptive foundation of information on the well child's
emotional responses to the illness, needs to be con-
structed.
The present study was designed to assess potential
vulnerabilities and existing coping strategies in children
with chronically ill siblings. As has been noted, the
literature indicates that living with an ill child is a
significant stressor for siblings. It would follow that
a more complete understanding of healthy children's fears,
fantasies, and beliefs concerning the effect of illness on
the family is necessary in order to set the direction for
developing preventive and remedial intervention strate-
gies. As one specific example, parents are often very
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concerned about what to communicate to their well child
about the illness, believing that evasive and inadequate
explanations are likely to increase the child's fears and
anxieties. And, in fact, several studies in this review
found that poor sibling adjustment was indeed associated
with minimal communication from the parents . The present
research study will investigate siblings' underlying
feelings and attitudes about the illness toward the goal
of facilitating more effective communication with the
child and, hopefully, increasing successful adaptation
to the stress of living with chronic illness.
It has been argued that the ill child's emotional
development and adjustment to his/her illness "depends
more on the way in which the parents and family relate to
the child than to the extent of the handicap itself"
(Bentovim, 1972). An investigation of healthy children's
response to sibling illness is further justified, given
the potential influence of that response on the course
of the illness.
The present study, while exploratory in nature,
represents an attempt to answer specific questions about
the effects of childhood illness on healthy siblings. In
contrast to previous research, this study was designed to
make comparisons between healthy children with ill sib-
lings and healthy children with well siblings. Utilizing
quantitative measures in a controlled observational,
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experimental design, the following questions were investi-
gated:
1) How do these children view their own
vulnerability to illness?
2) How do these children understand the
causes and prevention of illness?
3) Do certain themes, such as isolation
or resentment, predominate their per-
ceptions of their relationships with
family members?
4) Do parents of these children report
increased emotional and behavioral
difficulties in their child?
5) What is the quality of these chil-
dren's feelings toward members of
their family and what are their per-
ceptions of family members 1 attitudes
toward them?
Descriptive information was also collected to assess par-
ent's and children's perceptions of: (1) the impact of
illness on their lives, and (2) coping strategies they




The experimental group consisted of 20 seven to
twelve year old healthy siblings of chronically ill
children. Subject selection criteria were designed to
include only children with siblings whose illnesses have
been shown previously to have a significant impact on
family life- The following criteria were employed:
1. The healthy child was between seven and
twelve years of age, was physically healthy,
was not mentally handicapped, and had no
known major emotional problems.
2. The ill child was living with the healthy
sibling.
3. No children in the family were deceased.
4. The ill child was not mentally handicapped.
Accordingly, healthy siblings of children with diabetes
(35%), severe asthma (20%), cystic fibrosis (15%), muscu-
lar dystrophy (5%), seizures (5%), Hodgkin's disease (5%),
lupus erythemotosis (5%), brain tumor (5%), and Gilles de
la Tourette Syndrome (5%) were included in the experimental
group. Thirty- five percent of the experimental subjects
were boys and 65% were girls, with a mean age of 10.35
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(SD = 1.53). Table 1 summarizes the data on ages, sex,
and sibling illness for children in the experimental group.
The control group consisted of 20 seven to twelve
year old healthy siblings of healthy children. These sub-
jects were matched to the experimental group on the fol-
lowing variables:
1. age of subject child within one year (M = 10.35,
SD = 1.53)
2. sex of subject child (35% male, 65% female)
3 . whether sibling was older or younger than sub-
ject child (45% younger, 55% older)
4. sex of sibling (40% male, 60% female)
5. presence of one or two parents or caretakers
in the home (95% two, 5% one)
In describing the data, a "pair" refers to an experimental
child and his/her matched child in the control group.
Thus, seven pairs of boys and thirteen pairs of girls were
tested for the study (N = 20 pairs). About half the sib-
lings were older than the child tested, while half were
younger. Twelve pairs of siblings were girls and eight
pairs were boys. Only one pair did not have two parents
(or caretakers) in the home. Table 2 summarizes the
matched pair data.
The experimental and control groups were balanced for
number of siblings of the child, family income, and mater-
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maternal education was college graduate, and modal family
income was over $25,000. Table 3 describes these data.
Subject Recruitment Procedures
Prior to subject recruitment, a research protocol was
presented to the Baystate Medical Center Research Affairs
Committee, the Baystate Medical Center Human Subjects Com-
mittee, and the University of Massachusetts Psychology
Department Human Subjects Committee. Following approval
of the protocol by these groups, pediatricians in the
specialty clinics at the Wesson Memorial Unit of Baystate
Medical Center in Springfield, Massachusetts, were initi-
ally contacted for permission to solicit volunteers from
among their patients. (See Appendix A for Letter to Medi-
cal Staff.) With consenting physicians, the experimenter
was given access to relevant charts and selected all fami-
lies who met the above criteria for members of the experi-
mental group. Parents of potential subjects were contacted
by a letter on Baystate Medical Center stationery describ-
ing the study and inviting their participation. After the
mailing, the experimenter telephoned each family to ask
whether they would be willing to schedule an appointment
for participating in the study. A copy of the Letter to
Potential Experimental Subject Families, is provided in
Appendix B.
This initial recruitment procedure failed to yield
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TABLE 3
VARIABLES BALANCED FOR EXPERIMENTAL
AND CONTROL GROUPS
Experimental Control





2 . Maternal Education
Junior High 0 1
High School 5 4
College 12 10
Graduate Work 3 4
3. Family Income
0-$5
/ 000 1 1




Over $25,000 10 11
enough experimental subjects, as the hospital charts sel-
dom indicated the ages of the healthy siblings of ill
children. Therefore, the experimenter obtained the names
of all patients in the pediatric diabetes and cancer
specialty clinics. Over one hundred and fifty families
were then contacted by one letter explaining the research,
along with a second cover letter explaining that the
enclosed letter was for families which included a healthy
sibling between the ages of seven and twelve. Because
this was too great a number to allow for continued follow-
up telephone contacts, these letters included a stamped
postcard addressed to the experimenter on which the family
could indicate their interest in participating in the
experiment.
Because of the limited age range specified in the
subject selection criteria, it was still not possible to
gather enough experimental subjects from this setting.
Therefore, parent support group leaders, social workers,
patient coordinators for the Muscular Dystrophy Associa-
tion and Cystic Fibrosis Foundation, and private pedia-
tricians were also contacted. These individuals provided
additional names of potential subject families who were
then contacted by the letter explaining the study, accom-
panied by the reply postcard addressed to the experimenter.
The control subjects were selected by examining pedi-
atric outpatient files at the Wesson Unit of the Baystate
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Hospital in Springfield, Amherst Medical Associates, and
Holyoke Pediatric Associates. Potential subject families
were sent letters and stamped addressed postcards describ-
ing the study and asking for their participation. (See
Appendix C for a copy of the Letter to Potential Control
Subject Families.) Parents who returned the card were
telephoned by the experimenter to ascertain whether their
child could be matched to an experimental child. Four
families who were tested were not included in the data
analysis because their Parent Questionnaires revealed that
the family income and maternal education was not compar-
able to the experimental group. These data were replaced
by data gathered from four additional families, recruited
from the staff in the Psychology Department at the Univer-
sity of Massachusetts.
Interviewer
The experimenter, a female advanced clinical psychol-
ogy graduate student, served as the interviewer and tester
for all subjects in the study. Prior to data collection,
three pilot interviews were conducted with families of
children with mental handicaps in order to develop a con-
sistent interview style and to refine questions to be
included in the study.
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Instruments
Kinetic Family Drawing . Burns and Kaufman (1972) designed
the Kinetic Family Drawing to assess children's percep-
tions of themselves, their families, and the dynamics of
family interaction. They argue that by asking children
to draw members of their family doing something, the
examiner can detect primary disturbances very quickly.
Unfortunately, Burns and Kaufman (1972) report no empiri-
cal evidence in support of their hypotheses nor any norma-
tive data identifying expected developmental sequences.
As discussed in the literature review, Siegel and
Kornfield (1980) used the Kinetic Family Drawing Test to
evaluate attitudes and conflicts of children with muscu-
lar dystrophy and their siblings. Although they report
differences between the drawings of the ill and healthy
siblings, a review of the research literature on the
Kinetic Family Drawing reveals that an objective scoring
method for the Kinetic Family Drawing has not yet been
developed (Johnston, 1979; McPhee and Wegner, 1976;
Myers, 1978; O'Brien and Patton, 1974; Sobel and Sobel,
1976) .
Nevertheless, the Kinetic Family Drawing was included
in this study because it was an enjoyable task for chil-
dren, and therefore was extremely useful in the beginning
of the interviews to establish rapport with apprehensive
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children. Furthermore, it provided a source of more
qualitative information on children's depictions of them-
selves within the family as well as their perceptions of
the interactions between various family members.
Thematic Apperception Test . The Thematic Apperception
Test (TAT; Murray, 1943), the Children's Apperception
Test-Human (CAT-H; Bellak and Bellak, 1965), and the
Michigan Picture Test (Andrew, Hartwell, Hutt, and Walton,
1953) are projective methods for investigating the child's
personality by studying his or her responses to a series
of standard pictures (Bellak, 1975). The child is asked
to tell a story to each card, including what the figures
are thinking or feeling, what has happened in the past,
and what will happen in the future. The pictures in these
tests are designed to elicit information about the child's
perceptions of feeding situations, toileting, attitude
toward siblings, attitude toward parents, fantasies about
aggression, fears of being lonely, and sexual feelings.
Information about the child's relationship to important
figures and drives can thus be elicited.
As discussed in the Literature Review, Cairns, et al
.
(1979) utilized the TAT to assess concerns central to sib-
lings of children with cancer. Because the TAT is not
always suitable for most children in the age range of the
present study (Bellak, 1975), the experimenter chose cards
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from the TAT, the CAT-H, and the Michigan Picture Test.
After consulting with a clinical psychologist experienced
with using this projective method for children, the exper-
imenter selected the following cards: Card 1, CAT-H; Card
4, CAT-H; Card 5, Michigan Picture Test; Card 8BM, TAT;
Card 9, CAT-H. These cards were chosen because they were
designed to elicit the child's feelings about his or her
relationship with parents and siblings, feelings about
physical health, and feelings about being alone. (For
the sake of clarity, this assessment will be referred to
as the Thematic Apperception Test.) The five cards used
in the study are photocopied in Appendix D.
In their study of the adaptation of siblings to
childhood malignancy, Cairns, et al . (1979) developed a
scoring procedure for the TAT assessment. In their sys-
tem, each TAT story is scored for instances of seven bi-
polar content categories (Hostility/Friendliness; Depres-
sion/Good Mood; Dependence/Independence; Anxiety/Calm;
Negative Body Image/Positive Body Image; Failure/Achieve-
ment; Social Isolation/Social Involvement), in a dichoto-
mous fashion. The present study adapted their coding pro-
cedure in several ways. First, two additional bipolar
content categories were included: Rivalry/Alliance and
Disobedience/Obedience. Second, Cairns et al . ' s (1979)
Dependence/Independence category was omitted from analysis
in this study because of the difficulty in achieving reli-
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ability from the raters.
Finally, two research assistants were trained to code
each story not only for the presence or absence of each
theme, but for the intensity of the theme in the story as
well. Thus, if a given theme was not present in the
story, that story was coded 0 for that thematic category.
Where a theme was present, it was coded 1 if low, 2 if
medium, and 3 if high in intensity. Intensity was defined
as the strength of the theme in the story. A copy of the
coding manual developed for this study is in Appendix E.
Two research assistants were trained by reading 100
sample CAT stories and discussing the themes present.
They were then given 20 new sample CAT stories and asked
to independently code each story for the 16 content cate-
gories. Reliabilities, for each category, were calculated
by percent agreement: the number of agreements within one
point was divided by the number of coded responses.
Table 4 reports the reliabilities for each content cate-
gory. The average reliability across the final 16 cate-
gories was .93.
Family Relations Test . The Family Relations Test by Bene
and Anthony (1957) is an objectively scored projective
test designed to assess two things: (1) the quality and
intensity of a child's feelings toward all members of the
family and (2) the child's perceptions of the family's
TABLE 4
RELIABILITY FOR SCORING OF CONTENT CATEGORIES











Self Reliance a ,85
Anxiety 1.00
Calm .90
Negative Body Image .95
Positive Body Image 1.00
Failure .95
Achievement . 95
Isolation 1 . 00
Social Involvement . 90






attitudes toward him or her. The child is asked to select
from an array of ambiguously drawn figures one to repre-
sent each member of the family, including "Self" and "No-
body." The experimenter then reads a series of positive
and negative statements (e.g., "This person in the family
likes to play with me;" "This person in the family makes
me feel afraid") of varying intensity; after each state-
ment is read, the child drops the card on which the state-
ment is printed into a box attached to the figure selected
by the child to represent a specific family member (or
"Nobody"). The statements reflect both feelings directed
toward the child (termed incoming) and feelings directed
toward family members (termed outgoing).
This task is extremely valuable for allowing children
an opportunity to express their perceptions of their
family's emotional environment without having to verbalize
such feelings about the family directly. The authors
(Bene and Anthony, 1957) believe that feelings of guilt
and remorse are also less likely to arise in this task
than they might with direct questions since the cards
disappear from sight and the accumulation of cards to a
given figure is less obvious.
Clinical experience with the Family Relations Test
supports the idea that the test "maximizes the potenti-
ality for expressing strong directed feelings" (Philip
and Orr, 1978, p. 122). It has been praised for its sim-
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plicity and intrinsic appeal for children (Kauffman,
Hallahan, and Ball, 1975; Kauffman, 1970). Although it
has the distinct advantage of being a projective test that
can be objectively scored (given the fixed number of stan-
dardized responses that can be made), published studies
involving the test are limited in scope and number.
Researchers have used the Family Relations Test to assess
most mentioned family members and intersibling involvement
(Lockwood and Frost, 1973), family relations as perceived
by emotionally disturbed and normal children (Philipp and
Storr, 1978; Frost, 1969; Frost and Lockwood, 1973), and
as an aid to diagnosis of physical abuse (Turner and
Geddis, 1979). Cairns, et al . (1979) used the Family
Relations Test in their study of the adaptation of sib-
lings to childhood malignancy. An interactive effect was
reported between family member status (patient vs. sib-
ling) and sex with respect to positive incoming feelings
assigned to "self." Boys in the patient group and girls
in the sibling group did not feel that other family mem-
bers had good feelings toward them.
Concept of Illness Task . Studies investigating children's
understanding of illness have utilized either stimulus
pictures illustrating some scene of illness, or question-
naire protocols (Bibace and Walsh, 1978; Bios, 1978;
Carandang, Folkins, Hines, and Steward, 1979; Gellert,
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1961; Gochman, 1971; Kister and Patterson, 1980; Peters,
1978; Simeonson, 1979). Unfortunately, these published
reports seldom provide copies of the stimulus pictures or
protocols, as they are generally not standardized pro-
cedures. The Concept of Illness Task, designed specifi-
cally for the present study, combines a stimulus picture
with an interview protocol to assess children's under-
standing of an illness. A drawing of a child (gender
ambiguous) in a hospital bed, surrounded by parents and a
sibling, is presented to the child. Utilizing Piaget's
clinical method of probing the leads provided by the sub-
ject (as described in Bibace and Walsh, 1978), the child
is questioned in a manner designed to identify attribu-
tions of causality for illness. A photocopy of the stimu-
lus picture is presented in Appendix F. Unlike previous
studies, the present task also included questions regard-
ing the child's beliefs about responsibility for health,
as these were thought to be relevant to the child's coping
with the presence of an ill child in the home. The fol-
lowing questions were asked in the interview protocol,
supplemented by further questions when the child's answers
were unclear or limited:
1. What do you think might be the matter with
this child?
2. How do you think the child got sick?
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3. What happened just before he/she got sick?
4. What do you think might have helped make
him/her sick?
5. Will he/she get better?
6. How will he/she feel better?
7. Will he/she get sick again?
8. How can he/she keep from getting sick again?
After the data were gathered, the children's res-
ponses to the Concept of Illness Task were organized into
three sections according to the interview format: Reason
for Story Child's Hospitalization (What do you think might
be the matter with this child?), Cause of Story Child's
Hospitalization (How do you think this child got sick?
What happened just before he/she got sick? What do you
think might have helped make him/her sick?) and Preven-
tion of Future Illness or Hospitalization (Will he/she
get better? How will he/she feel better? Will he/she
get sick again? How can he/she keep from getting sick
again? )
.
A post-hoc analysis of the task indicated that chil-
dren's responses in each section could be organized into
meaningful categories. In collaboration with a develop-
mental psychologist, a coding system was developed for
each of these three sections. The following is a descrip-
tion of the Concept of Illness Coding System, with exam-
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pies of content coded for each category:
A. Reason for Story Child's Hospitalization
1. Accident or Injury : broken leg, dog bite,
victim of car accident
2 . Illness
a. Severe : cancer, pneumonia, cystic
fibrosis, long stay in hospital
b. Mild or Moderate : measles, food
poisoning, "tired out," cold, flu
3. Operation : appendix or tonsils removed
B. Cause of Story Child's Hospitalization
1 . Child's Misbehavior, Intentional Disobedience :
eating junk food, teasing another child, play-
ing outside without warm clothes, taking risks
engaging in bad habits, etc.
2. Unintentional Behavior of the Child : acci-
dent^ falling off bike, being under a lot of
strain
3 . Other Person or Environment : parents not
taking care of child, contact with ill friend,
drunk driver, bad weather, broken toys, etc.
4. Trait, Vulnerability, Chance : born weak,
tonsils, "just grew that way," etc.
C . Prevention of Future Illness or Hospitalization
1. Child Change Behavior— "Be Better" : wear
warmer clothes, stay away from ill people,
share toys, watch out for cars, eat better
foods, stop showing off or taking risks, etc.
2. Family Protection : mother will knit warm
sweater, sister will watch when child crosses
street, etc.
3 . Medical Advice or Changes in Environment : do
what doctor says, laws on drunk driving
enforced, etc.
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4 - Nothing Necessary : tonsils taken out, illness
gone , etc
.
5 - Will Not Get Better : child is chronically ill
or crippled, child dies
Because younger children often gave multiple answers
for the cause of illness, only their first answer was
coded. Categories were overlapping and, as a result, on
occasion individual responses would be assigned to multi-
ple categories. When this was the case, category assign-
ment was based on the single theme judged to be predomi-
nant. The experimenter and developmental psychologist
each scored the stories independently, blind as to the
experimental or control condition. Reliability was cal-
culated by percent agreement, dividing number of agree-
ments by number of coded responses for all subjects.
Table 5 reports the reliabilities for each category. The
average reliability across categories was .98.
Vulnerability to Illness Questionnaire . Studies reviewed
in Chapter 1 indicated that children with chronically ill
siblings often suffer from psychosomatic symptoms and
health problems due to the stress of living with the ill-
ness (Binger, 1969; Allan, 1974; Gyulay, 1975; Lindsay
and MacCarthy, 1974; Sourkes, 1980; Travis, 1976). A Vul-
nerability to Illness Questionnaire was therefore designed
for this study to assess children's concerns about their
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developing illness.
Gochman (1971), in a study of children's health
beliefs and potential health behavior, assessed perceived
vulnerability to health problems through responses to
questions such as, "How likely are you to catch a cold
during this next year?" The questions dealt with a bad
accident, rash, fever, sore throat, toothache, cold, miss-
ing a week of school because of sickness, upset stomach,
cutting a finger accidentally, bad headache, poison ivy,
sinus trouble, being stung by a bee, and having a cavity.
For each item, the child was instructed to select a res-
ponse that best expressed the degree of his or her own
expectancy: no chance, very unlikely, somewhat unlikely,
as likely as not, somewhat likely, very likely, certain.
A pilot study using Gochman' s (1971) protocol, con-
ducted by the experimenter, revealed that children aged
seven to twelve had difficulty with the response cate-
gories. Thus, for the present study, children were asked
to guess how many times in the last six months they were
ill with certain problems (past vulnerability) and how
many times they expected to become ill with certain prob-
lems in the next six months (future vulnerability). They
were given a sheet of paper with numbers one to twenty
typed out, and were asked to circle the correct number.
In addition, because the present study included a number
of lengthy assessments, only six categories of illness
were included: Cold, Accident, Headache, Fever, Toothache
or Cavity, and Missing School Due to Illness. A copy of
the Vulnerability to Illness Questionnaire is presented
in Appendix G.
Parent Questionnaire . As part of the larger study, a
parent questionnaire was developed to investigate sources
of support and stress for the family and to explore poten-
tial relationships between the healthy child's understand-
ing of the illness and his/her behavioral difficulties, as
perceived by the parent. For parents of children in both
the experimental and control groups, a wide range of ques-
tions were included to tap variables such as the health
status of family members, sociodemographic characteristics,
perceived behavioral and emotional problems in the subject
child, family structure, social environment, stresses on
the family, and the family's support system. Experimental
group parents also answered an additional set of questions
regarding the ill child's medical problem, the well
child's involvement in patient care, restrictions of the
family's social activities due to illness, the well
child's understanding of the illness, parental involve-
ment in support groups, and events which have made the
parent particularly concerned or pleased about the well
child's adjustment to his/her sibling's illness. Copies
of the Parent Questionnaire for Experimental Group Parents
and the cover page for the Parent Questionnaire for Control
Group Parents are found in Appendix H and Appendix I, res-
pectively .
Two measures from the Parent Questionnaire for Exper-
imental and Control Subject Families were analyzed in this
study. The Perceived Emotional and Behavioral Difficul -
ties in the Child section listed 23 emotional and behav-
ioral categories which previous studies (as reviewed in
Chapter I ) have indicated are especially problematic for
healthy children with chronically ill siblings. Parents
were asked to rate whether each of these categories of
behavior was Not a Problem, A Slight Problem, or Very Much
a Problem. (This measure is located in Appendix H.
)
The Perceived Vulnerability to Illness in the Child
section asked the parent to rate how many times her child
stayed home from school due to illness in the last six
months, and how many times she expected the child to stay
home from school due to illness in the next six months.
Child Interview (Experimental Group Only). An explora-
tory semi-structured interview with the experimental group
children was developed for two reasons. First, this was
an opportunity to directly assess children's perceptions
of the impact of the illness on their lives and coping
strategies they had found to be effective. Children were
asked to comment specifically about their relations with
family members and peers, knowledge of the ill child's
condition, and feelings about the effects of the illness
upon themselves and their families. Second, the child
interviewed was designed to serve as a positive interven-
tion for these children. The child is asked if he or she
can give the experimenter advice on what to tell other
children who live with a chronically ill sibling, since he
or she is an "expert" on this topic. In order to communi-
cate an interest in the child as an individual, many ques-
tions were also directed toward the well child's interests,
such as sports or after-school activities. A list of the
types of questions covered is found in Appendix J.
Parent Interview (Experimental Group Only). Although not
part of the original experimental design, a parent inter-
view was included in the present study. As a result of
pilot work with parents of mentally handicapped children,
it became clear that parents wanted a chance to speak
alone with the examiner in order to discuss their res-
ponses to the parent questionnaire and to relate to the
examiner their concerns about the well child's adaptation
to the sibling's illness or handicap. An exploratory,
semi-structured interview format was developed in order
to explore the parent's feelings about the effect of the
illness on the marital relationship and on the well child,
as well as sources of stress and support during the course
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of the illness. A list of the types of questions covered
is found in Appendix K.
Procedure
The study was conducted in three locations: the
Department of Psychology at the University of Massachu-
setts, the pediatric offices of the Wesson Memorial Unit
of Baystate Medical Center in Springfield, and patient
offices in the Holyoke Pediatric Associates building.
Parents were given a choice of settings due to the diffi-
culty of commuting great distances. Both experimental
and control subjects were interviewed in the different
settings. Thirty percent of the experimental group and
30% of the control group were interviewed at the Wesson
Memorial Unit. Seventy percent of the experimental group
and 70% of the control group were interviewed either at
the Department of Psychology or at the Holyoke Pediatric
Associates building.
All children were brought to the session by their
mothers. However, for one experimental family, the father
accompanied the mother and child. At the start of the
interview, the mother was given an Informed Consent Form
which described the nature of the project and insured the
confidentiality of the responses. (This Informed Consent
Form is located in Appendix L. ) She was also encouraged
at this time to ask questions and voice any concerns she
might have about the study. All mothers who came to the
sessions agreed to participate. Given the emotionally
sensitive nature of the topic, the interviewer was pre-
pared to interrupt or terminate the testing with the child
if it appeared prudent to do so. However, this precau-
tionary measure did not need to be implemented at any
point; all persons completed the planned tasks. Testing
took an average of one hour for the control group and two
and one half hours for the experimental group. The addi-
tional testing time for subjects and mothers in the
experimental group was due to the additional interviews
included for the experimental group.
The parent was given the Parental Questionnaire to
complete while the examiner interviewed the child in an
adjoining room. The examiner told the child that she was
interested in talking to children in different families
about their ideas, and that they would be playing some
games together. The child was told that if he or she
did not want to answer any questions or wanted to leave
at any time, that was okay and he or she should just let
the examiner know.
Instruments were presented in a fixed order. The
sequence was designed to start with the most projective,
unstructured tasks and end with the less projective and
more structured tasks. The instructions for the various
tasks were as follows.
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Kinetic Family Drawing . The child was given a pencil, an
eraser, and an 8^ by 11 inch sheet of white paper, and was
asked to "Draw a picture of everyone in your family, in-
cluding yourself, doing something. Try to draw whole
people, not stick people or cartoons. Remember to try to
make everyone doing something—some kind of action." No
time limit was set for this task. When the child indi-
cated that he/she was finished, he/she was asked to des-
cribe the drawing.
Thematic Apperception Test . The child was presented with
the five cards, one at a time, and told: "This is a story
telling game. I have some pictures here that I am going
to show you, and for each picture, I want you to make up
a story. Tell what has happened before and what is hap-
pening now. Say what the people are thinking or feeling
and how it will come out. You can make up any kind of
story you please. Do you understand?" The children's
responses were tape-recorded and later transcribed.
Family Relations Test . The child was presented with the
cardboard figures and told: "We are going to play a pre-
tend game. See all those figures standing there? Which
of these do you think would make the best Mother?
Father?" until he or she had chosen one figure to repre-
sent each member of the family, including his/her self.
Another figure, Mr. Nobody, was introduced by the exami-
ner. The child was then told: "I have a lot of little
cards with messages written on them. I shall read, or
you can read, what they say, and then you put each card
into the person whom you think it fits best. If the
message on a card doesn't fit anybody, you put it into
Mr. Nobody. If it fits more than one person, try to pick
the first one that comes to your mind." The examiner
later recorded the answers on a coding sheet. (See Appen-
dix R for a copy of the Family Relations Test Coding
Sheet.
)
Concept of Illness Task . The child was presented with
the picture of a child in a hospital bed and asked, "What
do you think might be the matter with this child? How do
you think he/she got sick? What might have helped make
him/her sick? What happened just before he/she got sick?
Will he/she get better? How will he/she feel better?
How can he/she keep from getting sick again?" The child's
answers were recorded verbatim on the question sheet.
Vulnerability to Illness Questionnaire . The child was
given a pencil and a Questionnaire, and asked to circle
the number of times he or she was ill with particular
illnesses in the last six months. When completed, the
child was then given a second form and asked to circle
the number of times he or she expected to become ill with
certain illnesses in the next six months.
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This concluded the control subjects' portion of the
assessment. Children and parents in the experimental
group were presented with the two additional tasks des-
cribed below.
Child Interview . The examiner told the child that she had
been talking to children who had a brother or sister with
some kind of long-term illness, and that she was inter-
ested in knowing what it was like to live every day with
a brother/sister who had (specific illness
of the sibling). She told the child "what you share with
me I can maybe use to help other children prepare to live
with a brother or sister with . " The
children's responses in this semi-structured interview
were tape-recorded and later transcribed.
Parent Interview . The child was given coloring books and
toys to play with in the adjoining room while the experi-
menter met with the parent. Answers to the Parent Ques-
tionnaire were discussed and clarified with the parent.
The semi-structured interview exploring the parent's
emotional reactions to the child's illness, and their
concerns about the well child adaptation, was tape-
recorded and later transcribed. At the end of the inter-
view, parents were given a letter encouraging them to
contact the examiner if they would like referrals to sup-
port groups, therapists, or help organizations in their
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community. A copy of the Resource Letter for Parents is
in Appendix M.
Post Experimental Procedures . All children in the study
received a Certificate of Appreciation for their partici-
pation in the study. The Certificate noted that the child
had participated in the Sibling Research Project at the
University of Massachusetts, and, by doing so, had con-
tributed to the advancement of science and the understand-
ing of children's perceptions of family relationships.
This certificate was given to the control group subjects
after the Vulnerability to Illness Questionnaire and to
the experimental group after the Child Interview. A copy
of the Certificate of Appreciation is in Appendix N.
When the entire assessment was over, the parents and
children in both experimental and control groups were
asked if they had any questions or comments about the
study. Following discussion of issues they raised, they
were paid $10.00 and thanked for their participation.
Within one week of participating, all families were sent
a personal thank you note from the experimenter.
CHAPTER III
RESULTS
Results of statistical analyses of the data are pre-
sented separately for each test.
Concept of Illness Task
To test for differences between the experimental and
control groups in the three coded response categories for
the Concept of Illness Task (Reason for Story Child's Hos-
pitalization, Cause of Story Child's Hospitalization, and
Prevention of Future Illness or Hospitalization), data
were submitted to a Chi-square analysis. The results of
each analysis are described below.
Reason for Story Child's Hospitalization . Table 6 reports
the responses of experimental and control subjects when
asked to explain what was wrong with the story child.
When responses were grouped into the categories of illness
or nonillness (injury, accident, operation), there was a
significant difference between the groups (xj^ = 4.91,
p_ < .050; see Table 7), with experimental subjects sig-
nificantly more likely than controls to explain the hos-
pitalization on the basis of illness.




Reason for Story Child's Hospitalization:
Responses for Each Subject Pair
Pair Experimental Control
Number Sub j ect Sub j ect
1 Severe Illness Injury/Accident
2 Severe Illness Operation
3 Severe Illness Injury/Accident
4 Severe Illness Moderate/Mild Illness
5 Operation Operation
6 Operation Moderate/Mild Illness
7 Severe Illness Injury/Accident
8 Severe Illness Injury/Accident
9 Operation Moderate/Mild Illness
10 Injury/Accident Operation
11 Moderate/Mild Illness Operation
12 Injury/Accident Severe Illness
13 Severe Illness Operation
14 Moderate/Mild Illness I n j ury/Accident
15 Severe Illness Operation
16 Severe Illness Moderate/Mild Illness
17 Operation Operation
18 Moderate/Mild Illness In j ury/Accident
19 Operation Operation
20 Moderate/Mild Illness Severe Illness
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TABLE 7
Reasons for Story Child's Hospitalization:
Experimental and Control Group Responses
Number of Number of
Reason for Hospitalization Experimental Control
Injury/Accident 7 14
Illness 13 6
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the responses of the experimental and control subjects
when asked to describe the cause of the story child's ill-
ness or hospitalization. These results were subjected to
a 2 x 4 (Group x Cause of Illness) complex Chi-square
analysis. Highly significant differences were observed
between the experimental and control groups: X 2
( r>\
= 12.9,
p_ < .005. Table 9 summarizes these data. Post hoc simple
X
2 analyses revealed specific group differences. The
experimental group was more likely than the control group
to attribute the cause of the story child's hospitaliza-
tion to the child's misbehavior, as opposed to uninten-
tional behavior (x|^ = 11.08, p_ < .001), other person or
the environment = 9 - 14 ' E K -005), or trait, vulner-
ability, chance (X 2--^ = 12.00, p_ < .001).
Prevention of Future Illness or Hospitalization . Table 10
reports the responses of the experimental and control sub-
jects when asked how the story child might avoid future
illnesses, and these results were subjected to a 2 x 5
(Group x Method of Prevention) complex Chi-square analy-
sis. Differences between the experimental and control
groups were highly significant: 1(4)
= 23.21, p_ < .001.
Table 11 summarizes these data. Post hoc simple x 2 analy-
ses revealed specific group differences in two methods of
prevention. The experimental group was more likely than
the control group to mention changes in the child's behav-
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TABLE 9
Causes of Story Child's Hospitalization:
Experimental and Control Group Responses a
Number of Number of
Cause of Hospitalization Experimental Control
Child's Misbehavior 13 2
Unintentional Behavior 2 2
Other Person/Environment 4 9
Trait/Vulnerability/Chance 1 7
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Prevention of Future Illness or Hospitalization:






Child Change Behavior 10 3
Family Protection 8 1
Medical Advice/Environment 0 4
Nothing Necessary 0 10
Will Not Improve 2 2
\2 = 23.21, p_ < .001
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ior as a way of preventing hospitalization rather than
medical advice/environment ~ 7.27, p_ < .01) or
nothing necessary = 13.64, p_ < .001). The experi-
mental group was also more likely than the control group
to mention family protection as a method of preventing
hospitalization as opposed to medical advice/environment
(1(1)
= 9.20, p_ < .005) or nothing necessary =
15.76, p_ < .001) .
Vulnerability to Illness Questionnaire
To test for differences between the experimental and
control groups in the two coded response categories for
the Vulnerability to Illness Questionnaire (Number of
Times 111 in Last Six Months and Number of Times Expect
to Become 111 in Next Six Months), data were submitted to
a matched pair t-test analysis. In addition, the differ-
ence between Number of Times 111 in Last Six Months minus
Number of Times Expect to Become 111 in Next Six Months
was calculated and submitted to a matched pair t-test
analysis. The results of each analysis are described
below
.
Number of Times 111 in Last Six Months . Table 12 reports
the means, standard deviations, and ranges for experi-
mental and control subjects when asked how many times
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ache or cavity, how many times they had an accident, and
how many times they stayed home from school due to ill-
ness in the last six months. When scores were combined
across categories, the experimental group reported sig-
nificantly higher past illness than did the control group,
-(19) ~ 3 - 09 ' P. < -006. When each category was analyzed
separately, significant differences were observed for
three categories: number of times had an accident,
-(19)
~ 2 - 14
' £ < -045; number of times had a headache,
-(19)
= 2.57, E. < -019; and number of times stayed home
from school because of illness, t(
19 )
= 2.79, p_ < .012.
In all three cases, experimental group means were higher
than control group ones
.
Number of Times Expect to Become 111 in Next Six Months .
Table 13 reports the means, standard deviations, and
ranges for experimental and control subjects when asked
how many times they expected to become ill with a cold,
a fever, a headache, a toothache or cavity, how many
times they expect to have an accident, and how many times
they expect to stay home from school due to illness. When
scores were combined for all these categories, there was
no significant difference between the experimental and
control groups, t^^^ = .7036, n. s.
Number of Times 111 in Last Six Months Minus Number of
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reports the means, standard deviations, and ranges for
experimental and control subjects when the difference
between past and future perceived vulnerability to illness
was calculated. A difference score was obtained for each
experimental subject and compared to the difference score
for his or her matched control in a matched pair t-test.
When scores were combined for the illness categories,
analysis revealed that the experimental group were sig-
nificantly more likely to report fewer illness occurrences
in the future than in the past, = 2.73, p_ < .013.
Difference scores for each category were analyzed, and
significant differences were observed for three cate-
gories: difference last six months - next six months for
headache, t^g) = 2.41, p_ < .026; difference last six
months - next six months for cold, t^g) = 2.05, p_ < .054;
and difference last six months - next six months for num-
ber of times stay home from school due to illness, t^g) =
2.82, p_ < .011. Differences between experimental and
control groups for the accident category approached sig-
nificance: t
(19)
= 11.73, p_ < .0998.
Thematic Apperception Test
Scores for each of the five cards were summed across
each content category (Hostility, Friendliness, Depres-
sion, Good Mood, Anxiety, Calm, Negative Body Image, Posi-
tive Body Image, Failure Achievement, Isolation, Social
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Involvement, Rivalry, Alliance, Disobedience, Obedience).
Table 15 reports the means, standard deviations, and
ranges for the experimental and control groups for each
of these content categories. (Because of a tape recorder
malfunction, only 19 pairs were included.) Only the Dis-
obedience category revealed significant differences
between the experimental and control groups (t,. =3.10,—1
8
p_ < .006), such that the experimental group stories con-
tained significantly more themes of disobedience than did
the control group stories. Table 16 presents the means,
rank ordered for each content category.
Parent Questionnaire: Perceived Emotional
and Behavioral Difficulties in the Child
Tables 17 and 18 report the responses of experimental
and control group mothers when asked to rate 23 emotional
and behavioral problem categories as Not a Problem, A
Slight Problem, and Very Much a Problem, in their child.
When subjected to a 2 x 3 (Group x Extent of Problem) com-
plex Chi-square analysis, significant differences were
observed between the experimental and control groups for
three problem categories: Acting Immature, x_(
2 )
~ 5 - 72 '
p_ < .05; Nightmares, ^ = 5.71, p_ < .05; and School
Difficulties, = 7.14, p_ < .025. Tables 19, 20, and
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Perceived Emotional and Behavioral Problems
in the Child: Experimental Group
Extent of Problem
Not a A Slight Very Much
Behavior Category Problem Problem a Problem
Weight Gain 16 A nu
Weight Loss 19 1
Stammering 20 o
Nightmares 15 4 1±




Acting Immature 9 10 1
Acting Aggressive 15 4 1-A-
Being Accident Prone 15 5 0
Nervousness 13 6 1
Acting Sick for Attention 17 3 0
Acting Angry- 12 5 3
Depression 19 1 0
Hyper-Activity 13 6 1
School Difficulties 13 6 1
Resentment 11 8 1
Bedwetting/Toileting
Difficulties 19 0 1
Being Very Demanding 12 8 0
Acting Withdrawn, Anxious,
Fearful 18 2 0
Fights with Brothers or
Sisters 7 11 2
Fights with Other Child 17 3 0
Crying Too Much 14 6 0
Fights with Parents 13 6 1
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TABLE 18
Perceived Emotional and Behavioral Problems
in the Child: Control Group
Extent of Problem
_ . „ Not a A Slight Very MuchBehavior Category Problem Problem a Problem
weigni oam 16 4 0
~\ r*t V> + T /-\ o o 19 1 0
C! + smmA v* t **\ /*to La.nuueiring 19 1 0
jn ign umares 20 0 0
ii-ujjxciiib ucLLing t,o bleep 15 5 0
o Leal J-iiy 20 0 0
A r"* "t~ n n /t T mm 3 fn vnL.J_Iiy lITUUa. UUITG 16 3 1
Ap1" i "n rr Anrrroc c ~iv-j-ny y -L "obi vc lb 2 2
Rp"i nn Arr, "i Hpn t" Prnno 1 Qiy i 0
Nervousness 16 4 0
Acting Sick for Attention 18 2 0
Acting Angry 12 6 2
Depression 18 2 0
Hyper-Activity 17 2 1
School Difficulties 18 0 2
Resentment 13 5 2
Bedwetting/Toileting
Difficulties 19 1 0
Being Very Demanding 16 4 0
Acting Withdrawn, Anxious,
Fearful 18 2 0
Fights with Brothers or
Sisters 8 10 2
Fights with Other Child 16 3 1
Crying Too Much 18 2 0
Fights with Parents 17 3 0
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TABLE 19
Perceived Emotional and Behavioral Difficulties
in the Child: Acting Immatture
Number of Number of
Extent of Problem Experimental Control
Not a Problem 9 16
A Slight Problem 10 3
Very Much a Problem 1 1
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TABLE 2 0
Perceived Emotional and Behavioral Difficulties
in the Child: Nightmares
Number of Number of
Extent of Problem Experimental Control
Not a Problem 15 20
A Slight Problem 4 0
Very Much a Problem 1 0
\*
2)
= 5.71, £ < .05
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TABLE 21
Perceived Emotional and Behavioral Difficulties
in the Child: School Difficulties
Number of Number of
Extent of Problem Experimental Control
Not a Problem 13 18
A Slight Problem 6 0
Very Much a Problem 1 2
V(2 ) = 7 ' 14 ' £ < - 025
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Parent Questionnaire: Perceived Vulnerability
to Illness in the Child
Parents" estimates of the number of times they kept
the well child home from school due to illness during the
past six months was compared to their estimates of the
number of times they expected to keep the well child home
from school due to illness during the next six months.
Answers were classified as falling into one of three
categories: Equal Vulnerability (equal scores for last
six months and next six months), Increased Vulnerability
(higher score for next six months), and Decreased Vul-
berability (lower score for next six months). When sub-
mitted to Chi-square analysis, the data indicated that
the experimental group of parents was significantly more
likely than the control group to report decreased vul-
nerability to illness in the well child (X.^2) ~ 10 - 9 '
p_ < .005). Table 22 summarizes this data.
Family Relations Test
Analysis of the Family Relations Test involved the
simultaneous consideration of numerous variables. For
each family member (Mother, Father, Self, Siblings) and
the Nobody category, responses were coded either Outgoing
Positive, Outgoing Negative, Incoming Positive, or Incom-
ing Negative. Various combinations of these scores were
also possible (e.g., Incoming to Mother; Positive to
89
TABLE 22
Perceived Vulnerability to Illness
in the Childa
Number of Number of
Category Experimental Control
Equal Vulnerability 11 19
Increased Vulnerability 1 1
Decreased Vulnerability 8 0
\2 = 10.90, £ < .005
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Father). Table 23 summarizes the data for Mother and
Father; Table 24 summarizes the data for Self and Sib-
lings; and Table 2 5 summarizes the data for Nobody. In
order to test for differences between the experimental
and control groups for the various combinations of 'vari-
ables, the data were submitted to matched-pair t-test
analyses. Data were organized according to three cate-
gories: Family Member, Direction of Emotion (Outgoing and
Incoming), and Valence of Emotion (Positive and Negative).
Within these categories, further analyses were then con-
ducted.
Family Member and Nobody Total . Positive, Negative, Out-
going, and Incoming scores were summed across each family
member and across Nobody for each subject. No significant
differences were observed between the experimental and
control groups for total statements assigned to any single
family member. However, the matched pair t-test revealed
a trend in the Nobody category, indicating that the
experimental group a a tendency to assign more statements
to Nobody than did the control group, t^g) = 1.79, p_ <
.09. The t-test results are presented in Table 26.
Outgoing Total . Positive Outgoing and Negative Outgoing
scores were summed across each family member and across
Nobody for each subject. No significant differences were
observed between the experimental and control groups for
91
TABLE 23






Category M SD M SD
Experimental ntrol*3
Mother
Outgoing Positive 4 .05 2.60 3 . 05 2 .42
Outgoing Negative 1 .85 2 .85 1. 55 1.95
Incoming Positive 4 .05 2 .60 3 . 05 2 .42
Incoming Negative 1 .60 2 .26 1. 65 1.95
Positive 8 .10 5.21 6. 10 4.83
Negative 3 .45 4.99 3 . 22 3 .63
Outgoing 5 .90 3 .21 4. 60 2 .41
Incoming 5 .65 3 .05 4. 70 2.43
Total 11 .55 6.12 9.,30 4.70
Father
Outgoing Positive 3 .79 2 .53 4 .53 3 . 52
Outgoing Negative 1 .79 3 .05 1 .68 1 .76
Incoming Positive 3 .21 2 .76 3 .52 2 .91
Incoming Negative 1 .68 2 .24 1 .74 1 .41
Positive 7 .00 4 .83 8 .05 5 .98
Negative 3 .47 5 .14 3 .42 2 .39
Outgoing 5 . 58 3 .64 6 .21 3 . 10
Incoming 4 .89 3 .23 5 .26 3 .28
Total 10 .47 6 .36 11 .47 5 .72
a
n = 20 for Mother; n = 19 for Father
b
n = 20 for Mother; n = 19 for Father
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TABLE 24




Category M SD M SD
Self
Outgoing Positive 1 .30 1,.81 0 .65 1 .09
Outgoing Negative 0 .55 0 .83 1 .55 2 .75
Incoming Positive 0 .00 0 .00 0 .15 0 .37
Incoming Negative 0 .05 0 .22 0 .05 0 .22
Positive 1 .30 1 .81 0 .80 1 .24
Negative 0 .60 0 .82 1 .60 2 .74
Outgoing 1 .85 1 .78 2 .20 2 .80
Incoming 1 .30 1 .81 0 .80 1 .24
Total 1 .90 1 .74 2 .40 3 .08
Siblings
Outgoing Positive 4 .80 3 .79 4 .50 3 .56
Outgoing Negative 8 .20 4 .65 10 .05 3 .83
Incoming Positive 4 .60 3 .66 4 .35 3 .15
Incoming Negative 5 .45 3 .22 8 .40 2 .28
Positive 9 .40 7 .15 8 .85 6 .30
Negative 13 .65 6 .73 18 .45 4 .47
Outgoing 13 .00 6 .09 14 .55 4 .65
Incoming 10 .05 6 .32 12 .75 3 .90









Category M SD M SD
Nobody
Outgoing Positive 4 .25 3 .09 4 .65 2. 11
Outgoing Negative 5 .65 4 .16 3 .30 2 . 27
Incoming Positive 4 .10 3 .46 4 .80 2. 59
Incoming Negative 7 .25 3 .67 4 .40 1. 85
Positive 8 .35 6 .19 9 .45 4. 03
Negative 12 .90 6 .66 7 .70 3 . 16
Outgoing 9 .90 5 .69 7 .95 2 . 87
Incoming 11 .35 6 .51 9 .20 3 . 09






Differences between Experimental and Control Groups




Mother 1.31 19 .20*
Father -0 .46 18 .65*
Self -0.85 19 .45*
Siblings -1.33 19 .20*
Nobody 1.79 19 .09*
*not significant
Outgoing feelings toward any family member of Nobody. The
t-test results are presented in Table 27.
Incoming Total . Positive Incoming and Negative Incoming
scores were summed across each family member and across
Nobody for each subject. No significant differences were
observed between the experimental and control groups for
Incoming feelings from any family member. However, the
matched pair t-test revealed a trend in the Nobody
category: the experimental group had a tendency to assign
more Incoming statements to the Nobody category than did
the control group, t,
ig
> = 1.73, p_ < .10. The t-test
results are presented in Table 28.
Positive Total . Positive Outgoing and Positive Incoming
scores for each family member and Nobody were summed for
each subject in the experimental group and in the control
group. No significant differences were observed between
the experimental and control groups for Positive Feelings
for any family member. The t-test results are presented
in Table 29.
Negative Total . Negative Outgoing and Negative Incoming
scores for each family member and Nobody were summed for
each subject in the experimental and in the control group.
Significant differences between the experimental and con-








t-test Value df E
Mother 1 .47 19 .16*
Father -0.48 18 .63*
Self -0.59 19 .56*
Siblings -0.91 19 .37*









t-test Value df E
Mother 1.07 19 .30*
Father -0.37 18 .71*
Self 1.14 19 .27*
Siblings -1.55 19 .14*









U—LeSL Value at R
Mother 1.05 19 .31*
Father -0.60 18 .56*
Self 1.14 19 .27*
Siblings 0.25 19 .81*
Nobody -0 .72 19 .48*
*not significant
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Nobody. The control group gave more Negative feelings to
Siblings than did the experimental group, t, 1Q . = -2.74,—
( 19
)
p_ < .013. The experimental group gave more Negative feel-
ings to Nobody than did the control group, t,, QN = 3.98,—
( 19 )
p_ < .0008. The t-test results are presented in Table 30.
Because of these differences observed for the Sibling and
Nobody category, further analyses on these categories was
carried out. The results are summarized below.
Negative for Nobody . Significant differences between
experimental and control group subjects were observed for
the Incoming Negative to Nobody category. Experimental
subjects gave more Incoming Negative statements to the
Nobody category than did the control group (t^g^ = 3.85,
p_ < .001). Significant differences were also observed
between experimental and control groups for the Outgoing
Negative to Nobody category. Experimental subjects gave
more Outgoing Negative statements to the Nobody category
than did the control group subjects (t^ ig j
= 2.28,
p_ < . 03 ) .
Negative for Siblings . Significant differences between
experimental and control groups were observed for the
Incoming Negative to Sibling category. Control subjects
gave more Incoming Negative statements to the Sibling
category than did the experimental group (t^gj = -3.55,











Mother 0.19 19 .85*
Father 0 . 04 18 .97*
Self -1.58 19 .13*
Siblings -2 .74 19 .013
Nobody -3 .98 19 .0008
*not significant
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and control groups for the Outgoing Negative to Sibling
category were not significant (t
(ig)
= -1.38, £ < .183).
Outgoing Negative for Nobody versus Siblings . The experi-
mental group's Outgoing Negative mentions to Nobody were
compared with the experimental group's Outgoing Negative
mentions to Siblings . No significant differences were
observed between mentions to Nobody and Siblings, t,, nx =—(19
)
-1.41, £ < .17. In contrast, when the control group's
Outgoing Negative mentions to Nobody were compared with
the control group's Outgoing Negative mentions to Sib -
lings , a highly significant difference was observed.
Control group subjects gave more Outgoing Negative Feel-
ings to Siblings than to Nobody, t(]_g) ~ -5.83, £ < 0.
Incoming Negative for Nobody versus Siblings . The experi-
mental group's Incoming Negative mentions to Nobody were
compared with the experimental group's Incoming Negative
mentions to Siblings . No significant differences were
observed between mentions to Nobody and Siblings, t^g^ =
1.27, £ < .22. In contrast, when the control group's
Incoming Negative mentions to Nobody were compared with
the control group's Incoming Negative mentions to Sib -
lings , a highly significant difference was observed.
Control group subjects gave more Incoming Negative Feel-
ings to Siblings than to Nobody, t( 19 )
= -5.66, £ < 0.
Cairns, et al . (1979) report that Family Relations
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Test scores indicate that children with ill siblings
believe family members have negative feelings toward them.
In an attempt to corroborate this finding, further statis-
tical analyses were conducted with the data in the present
study. The results are summarized below.
Incoming Feelings from Family Members . Incoming Negative
scores from Mother, Father, and Siblings were summed for
subjects in the experimental group and for the control
group. The control group had significantly more Incoming
Negative scores from family members than did the experi-
mental group, t(
19 )
= -3.06, p_ < .0067. The experimental
group's Incoming Negative mentions from family members
was then compared to the experimental group's Incoming
Positive mentions from family members. Incoming Positive
mentions were significantly higher than Incoming Negative
mentions for the experimental group, t^g^ = -5.54, p_ < 0.
In contrast, when the control group's Incoming Negative
mentions from family members was compared to the control
group's Incoming Positive mentions from family members,





The discussion section is composed of six related
parts. The first section briefly reviews the results for
each statistical test in the context of the five questions
posed at the end of Chapter I. Inconsistencies between
the results of the present study and previous research
shall be discussed.
The second section, on conceptual coping styles, pre-
sents a theoretical explanation for the quantitative
results. The data reflect intrapsychic attributional
styles which may carry great importance for successful
coping with sibling illness.
Descriptive data in the third section explicate in
greater detail the significant emotional turmoil experi-
enced by the well child with an ill sibling, often under-
estimated or obscured in the more quantitative measures.
Brief discussion of the changes in family dynamics leads
to a description of the well child's emotional responses
to the events surrounding the illness.
The fourth section delineates two distinct behavioral
coping styles that well siblings seem to adopt in an
attempt to deal with the troubling feelings that are
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naturally exacerbated by the family responses to the ill
child.
In the fifth section, open versus closed family com-
munication patterns are described as system wide coping
styles which may be a crucial variable in understanding
healthy children's adaptation to the stress associated
with living with a chronically ill child.
Finally, the sixth section summarizes the discussion
of quantitative and descriptive results and explores the
implications of the present study for future research and
clinical intervention.
Review of Quantitative Results
The present study, while exploratory in nature, repre-
sented an attempt to answer specific questions about the
effect of chronic childhood illness on healthy siblings.
The first question examined how healthy siblings of ill
children view their own vulnerability to illness, as com-
pared to healthy siblings of well children. Results of
the Vulnerability to Illness Questionnaire partly sub-
stantiated the claim of previous research that well sib-
lings of ill children view themselves as more vulnerable
to illness. The experimental group reported significantly
higher past illness than did the control group. Three
categories— accident, headache, and number of times stayed
home from school due to illness—differentiated the exper-
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imental and control groups.
However, the present study also assessed children's
perception of future vulnerability to illness and revealed
an interesting difference between the experimental and
control groups. The experimental group did not differ
from the control group when subjects were asked how many
times they expected to become ill in the future. However,
given the high difference in past illness scores, each
subject's "difference" score was calculated, comparing
the number of times reported ill in the last six months
with the number of times expected to become ill in the
next six months. Analysis of these difference scores
revealed that the experimental group were significantly
more likely than were the control group to report an ex-
pected decrease in illness occurrences in the future. For
example, a typical control child might report five head-
aches in the past six months and expect five headaches in
the next six months. However, a typical experimental sub-
ject might report fifteen headaches in the past six months
but expect only five headaches in the next six months.
Thus, previous research indicating increased feelings
of vulnerability to illness was only partially confirmed.
In fact, siblings of ill children appear to view them-
selves as especially vulnerable to illness in the past,
but believe that this vulnerability will greatly decrease
in the future.
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The Perceived Vulnerability to Illness section of the
Parent Questionnaire provided further evidence of this
belief that well siblings of ill children will be health-
ier in the future. The experimental group of parents was
significantly more likely than the control group of par-
ents to report decreased vulnerability to illness in their
child.
The second question asked how well children with ill
siblings understand the causes and prevention of illness.
The Concept of Illness Task results revealed significant
differences between the experimental and control groups
in regard to the child's concepts of illness and preven-
tion. Experimental subjects were significantly more
likely than were control subjects to cite illness rather
than accident or operation as the reason for the story
child's hospitalization. Further, while the control group
attributed the causes for the story child's hospitaliza-
tion either to the environment, another person, traits, or
chance, the experimental group was more likely to view
the child's misbehavior as the cause of the hospitaliza-
tion. Similarly, the experimental group was significantly
more likely to mention changes in the child's behavior as
the method of preventing future illness, while the control
group mentioned medical advice, the environment, or said
that nothing was necessary. Finally, the experimental
group was significantly more likely than was the control
107
group to cite family members as helpful in preventing
future illness or hospitalization.
The third question investigated whether certain
themes predominated well siblings' perceptions of their
relationships with family members. Analysis of the
stories told in the Thematic Apperception Test revealed
no significant differences between the experimental and
control group subjects for fourteen of the content cate-
gories: Hostility, Friendliness, Depression, Good Mood,
Anxiety, Calm, Negative Body Image, Positive Body Image,
Failure, Achievement, Isolation, Social Involvement,
Rivalry, Alliance, and Obedience. On one of the content
categories, however, there was a significant difference;
the experimental group gave significantly more frequent
Disobedience responses in their stories to the picture
cards
.
The fourth question asked whether parents of children
with ill siblings report significantly increased emotional
and behavioral difficulties in their well child as com-
pared to parents of healthy children. In the Perceived
Emotional and Behavioral Difficulties in the Child section
of the Parent Questionnaire , parents were asked to rate
23 emotional and behavioral problem categories as Not a
Problem, A Slight Problem, or Very Much a Problem, in
their child. The experimental group parents reported
significantly more problems of Acting Immature, Night-
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mares, and School Difficulties in their well children
than did the control group parents.
The last question investigated the quality of well
children's feelings toward members of their family and
their perceptions of family members' attitudes toward
them. The results of the Family Relations Test indicate
that children with ill siblings are significantly more
likely than are children with healthy siblings to deny
negative feelings from family members and to deny negative
feelings toward family members. Experimental subjects
gave significantly more incoming and outgoing negative
feelings to the Nobody box than did the control group.
Further, the control group put significantly more incom-
ing negative feelings in the Sibling box than did the
experimental group.
Previous research (Cairns, et al . , 1979) with the
Family Relations Test reported that siblings of ill chil-
dren believe family members have negative feelings toward
them. However, in the present study, the control group
had significantly more incoming negative scores from
family members than did the experimental group. This may
be further indication of an overall inhibition of acknow-
ledgement of negative feelings or an overemphasis on
positive feelings in the experimental group.
In summary, the quantitative data indicate that
children with ill siblings do have increased concern about
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their own health, but this sense of vulnerability is more
complicated than previous research indicated. It appears
that these children are often struggling with the idea
that they can avoid the fate of their chronically ill sib-
ling if they are good and obey the rules. This concern
with moral behavior was observed both in the results of
the Concept of Illness Task and the Thematic Apperception
Test. The finding on the Family Relations Test that
children with ill siblings have difficulty acknowledging
negative feelings, paticularly in regard to siblings,
could be related to this preoccupation with moral atti-
tudes and behavior.
The quantitative analysis did not confirm previous
research that indicated that siblings of ill children
will acknowledge that family members have negative feel-
ings toward them. In addition, the quantitative data did
not indicate significantly more feelings of isolation,
anxiety, hostility, and depression in the experimental
group, although previous research and clinical reports
have described these feelings as prevalent in children
with ill siblings. We shall therefore briefly discuss
the limitations of the present study which may provide a
partial explanation of these inconsistencies.
Direct comparisons between the results reported in
the present study and those reported by Cairns, et al.
(1979) are not legitimate because the studies utilized
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different subject populations. Cairns, et al. (1979)
compared healthy children with their ill siblings while
the present study compared healthy siblings of ill chil-
dren with healthy siblings of well children. However, it
is interesting to note that although the research reviewed
in Chapter I and Cairn et al.'s (1979) study found feel-
ings of isolation prevalent in children with ill siblings,
the present study found no differences between the experi-
mental and control group subjects when the Thematic Apper-
ception Stories were coded for the presence of this theme
of isolation.
There may in fact be no differences between healthy
children with ill siblings and healthy children with well
siblings in regard to feelings of isolation. However, it
is also conceivable that the failure to identify signifi-
cant differences could have resulted from insensitivity
in the present study's assessment procedure. While the
reliability for the coding system was acceptable prior
to the experimental task, it was not possible to monitor
the coding reliability during the coding of the subject
protocols. It is possible that the coder reliability was
inadequate, leading to the procedure's inability to
detect significant differences that in fact were there.
A refinement of the coding system for the Thematic
Apperception Test stories may also be necessary, including
separate analysis of stories told to each card in order to
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assess whether each is an appropriate method of gathering
this information.
In regard to the inhibition of negative feelings on
the Family Relations Test , it is important to note that
interpretation of these results depends on two assump-
tions: (1) that the response items were truly representa-
tive of the feelings of the subjects, and (2) that the
response items were classified appropriately according to
the type of feelings they indicate. Given the limited
amount of research utilizing this test, its validity is
still in question. In addition, interpretation of the
responses given to Nobody must be somewhat tenuous. In
terms of outgoing feelings to Nobody, it may be that the
child is unwilling or unable to express these feelings
toward members of his or her family. However, it is also
possible that he or she does not actually have these feel-
ings for anyone in the family. Similarly, the child may
not perceive certain feelings as coming from members of
his or her family (incoming category) or he or she may
perceive them, but choose to inhibit their expression.
In a study of Family Relations Test patterns, Frost and
Lockwood (1972) note that "incoming feelings may be more
clouded by needs, wishes, and fantasies than the outgoing
self-reported feelings..." (Frost and Lockwood, 1972,
p. 545).
Finally, the conclusions drawn in the present study
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should be regarded as tentative. Subjecting the data to
multiple t-tests increases the possibility of finding
significant differences and these significant differences
may not be replicated in future studies. The present
study was also limited as a one-time assessment of the
children. Thus it could not adequately assess the com-
plexity and pattern of sibling relationships as they
develop over time.
The next section on conceptual styles presents a
theoretical explanation for several of the findings from
the quantitative data. It is argued that the data reflect
intrapsychic attributional styles which carry great impor-
tance for successful coping with sibling illness.
Attributional Theory and Conceptual
Coping Styles
Janoff-Bulman (1979) and Janoff-Bulman and Lang-Gunn
(in press), have analyzed the prevalence and role of self
blame attributions in coping with disease, accidents, and
rape. They argue that self blame attributions— a belief
that the misfortune was caused by one's behavior--can be
effective ways of coping with stress. Although their
theory is based on research conducted with adult victims,
their analysis of how people attempt to understand and
explain these highly stressful events is especially con-
vincing and provides an intriguing way of understanding
the attributions of children with chronically ill sib-
lings. We will therefore highlight the main points of
their argument and their relevance to the research find-
ings of the present study.
Janoff-Bulman and Lang-Gunn first describe the
attributional perspective on coping with chronic ill-
ness. People have a need for meaning—the sense that the
world events are "comprehensible and orderly." When con-
fronted with serious illness, they must make sense of
this event. "The coping demands placed on individuals
(or significant others) as a result of a serious viola-
tion of their basic assumptions may be at least as formid-
able as their physical and social adjustment" (Janoff-
Bulman and Lang-Gunn, in press, p. 1). Thus, the child
with an ill sibling may have to confront the violation
of his or her basic assumption that parents are omni-
potent and will make sure no harm comes to their children.
When asked in the interviews if there was anything they
still didn't understand about the illness, many children
responded by saying, "Yes--I don't know why it happened."
Parents' explanations that the illness was no one's fault,
and was due to chance, do not satisfy the child's need
for meaning. As Janoff-Bulman and Lang-Gunn have noted,
even adults "perceive our world as meaningful and impose
meaning even in those instances when randomness may oper-
ate" (Janoff-Bulman and Lang-Gunn, in press).
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In Janoff-Bulman and Lang-Gunn's (in press) discus-
sion of the selective incidence of victimization, they
relate the experience of a paralyzed car accident victim
who can understand how the accident occurred, but not why
it happened to her . Parents also grope for a reason why
this mistortune happened to their child. They often feel
powerless, knowing that they have limited control over
what will happen to their child. This question of
selective incidence is poignantly illustrated by the com-
ment of one parent in the current research.
After I asked myself why this was happen-
ing, and I learned at least the mechanics
of diabetes, I then started asking why me?
Why my child? The reason I have now is
that God feels there are people who can
take care of such a child.
We can speculate that children with ill siblings also
often wonder about the singling out of their families.
They may ask, "Why did this happen to my family? 1 ' "Why
did this happen to my sister?" "Why did this happen to
me?" or "Why did this happen to my sister and not to me?"
Janoff-Bulman and Lang-Gunn note that even if medi-
cal experts can explain the etiology of an illness, "pati-
ents may supplement (or supplant) an impersonal clinical
explanation of a disease with their own personal attribu-
tions about why they developed the illness" (p. 10). In
an example related to the present study, Davis (1963)
found that parents of polio victims worried that they
could have done something to prevent or lessen the
severity of the illness.
Apparently, the sick person (or the parent
of a terminally ill child) often prefers
to feel responsible for the illness, than
to believe that the event was arbitrary
and beyond control. In fact, self-blame
attributions seem to occur with sufficient
frequency to challenge the conclusion that
such a reaction is irrational and pathol-
ogical. ( Janoff-Bulman and Lang-Gunn, in
press, pp. 12-13)
It is interesting that although parents may attribute
responsibility to themselves for their child's illness,
the well siblings on the Concept of Illness Task did not
blame the parents for the story child's hospitalization.
They were much more likely than the control group, how-
ever, to blame the story child for his or her hospital-
ization. This may be due to different projections onto
the story child. While the control group was most likely
projecting their feelings about themselves onto the story
child, it is unclear whether this was the case for the
experimental group. Were the experimental children pro-
jecting feelings about themselves or feelings about their
ill sibling? One could argue that because the experi-
mental group were more likely to view the reason for hos-
pitalization as illness (rather than accident or opera-
tion), they saw the story child as the ill sibling. They
believed that the illness in the story child/ill sibling
was due to misbehavior on the story child/ill sibling's
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part. However, it is also conceivable that the experi-
mental group experienced greater press to conceptualize
the world in terms of controllable cause and effects than
did the control group. Hence, they were more likely to
attribute responsibility for illness to controllable
actions on the part of the story child, whether that child
represented themselves, the ill sibling, or both . There
is a basic conceptual similarity between blaming the self
or blaming others in emphasizing the dimension of control
over random fate.
The attribution of responsibility for the illness to
the victim may be related to the healthy child's need to
maintain his or her sense of relative invulnerability.
As Janoff-Bulman and Lang-Gunn point out, people generally
blame victims for their misfortunes while holding onto a
belief in personal invulnerability. In fact, research
has shown (Lang, 1980) that individuals will rate them-
selves as far less likely than the average person to
develop any of a number of diseases. The authors turn to
two social psychological theories to understand this sense
of personal invulnerability: the just world hypothesis
and Walster's formulation of victim blaming. Research on
the "just world" hypothesis demonstrates that:
observers blame innocent victims for
their plight. According to just world
theorists, this derogation of victims
derives from a fundamental need of the
individual to believe in a just world,
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a world in which people get what they
deserve and deserve what they get.
[People believe that] if they are good
and do good deeds, desirable outcomes
will be theirs. ( Janoff-Bulman and
Lang-Gunn, in press, p. 18)
In applying this hypothesis to the present study, we
turn to Piaget's (1969) theory of moral development in
children. Piaget has described the 6- to 10-year-old
child's thinking about concepts of justice as embracing
a belief in immanent justice. At this age, children
develop a strong respect for rules, believing that these
rules must be obeyed at all times. In their interpretar
tion of the world, violations of social rules are invar-
iably punished, either by God or some other natural force.
Citing children's beliefs that nightmares are punishments
for faults committed during the day, Piaget notes that
these children will attribute to nature the power of
applying punishments for misbehavior.
For nature, in the child's eyes, is
not a system of blind forces regu-
lated by mechanical laws operating on
the principle of chance. Nature is a
harmonious whole, obeying laws that
are as much moral as physical and that
are above all penetrated down to the
last detail with an anthropomorphic or
even egocentric finalism. (Piaget,
1969, p. 256).
A review of the research on Piaget's findings about
immanent justice beliefs (Lickona, 1976) reveals that
sociocultural influences can have a great impact on the
content of children's moral reasoning.
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[Although] the initial childhood ten-
dency away from immanent justice is a
universal feature of moral development,
these studies underscore the point that
the development occurs in a particular
sociocultural context, which over the
long run may alter the "natural" or
typical course of growth. (Likona,
1976, p. 224)
The stress of trying to make sense of the experience of
living with a chronically ill child may make this expected
shift away from immanent justice beliefs difficult. Thus
the children in the present study tended to hold onto the
belief that the hospitalization of the story child was
punishment for the story child's misbehavior. An eight
year old girl with a brother with diabetes clearly strug-
gled with this issue as she spoke about the first time
he went to the hospital: "I felt scared because he was
a good kid and everything. He didn't have to go."
The second social psychological formulation of the
personal invulnerability finding is presented by Walster
(1966) who states that people blame victims so that they
can maintain their belief that they will not become vic-
tims themselves. "...Blaming derives from a need to
believe in a controllable rather than a just world;
individuals want to believe that serious misfortune is
avoidable" ( Janoff-Bulman and Lang-Gunn, in press, p. 18).
In the preent study, the Concept of Illness Task revealed
that children with ill siblings attributed to parents
much power in preventing future illness in the child.
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This "illusion of control" may help the child to feel
safe and optimistic about his or her own future.
Janoff-Bulman and Lang-Gunn describe the implications
of their findings for the psychological health of the
individual
.
.-.we would argue that to the extent
that an attribution for a personal mis-
fortune or disaster (e.g., accidents,
criminal victimizations, disease)
enables an individual to believe in
his/her relative invulnerability with
respect to the future, the attribution
will be associated with positive cop-
ing and an adaptive response in the
aftermath of the accident or disease;
to the extent that an attribution
increases one's sense of vulnerability,
the attribution will be associated with
maladaptive coping. (Janoff-Bulman and
Lang-Gunn, in press, p. 21)
In the present study, the experimental children had sig-
nificantly different perceptions of future occurrences of
personal illness, believing (or hoping) that future vul-
nerability would be greatly lessesned. Janoff-Bulman and
Lang-Gunn' s thesis allows us to integrate this finding
with the finding that experimental children were signifi-
cantly more likely than control children to attribute
responsibility for the illness to the story child's mis-
behavior. It may be that this kind of attribution helped
them to maintain a sense of personal invulnerability about
future illness
.
The above formulation may also explain the high in-
cidence of depressive type symptoms in siblings of chroni-
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cally ill children, as discussed in the literature review.
Although most children in the present study did not appear
to be depressed, we can speculate that the depressed sub-
jects in previous studies may be those children who had a
decreased sense of personal or parental control and thus
an increased sense of vulnerability.
Results of Janoff-Bulman and Lang-Gunn's research on
self blame attributions lead them to distinguish between
two types of self blame—one adaptive and one maladaptive.
Behavioral self blame consists of "blaming one's own
behaviors for the occurrence of negative outcomes" while
characterological self blame consists of "blaming one's
own character or enduring qualities for the occurrence
of negative outcomes." (p. 24) These distinctions have
different implications for the victim's sense of control
over events and perceptions of personal vulnerability:
"Individuals who blame themselves behaviorally can believe
that by altering their behavior in the future, they will
be able to avoid a recurrence of the misfortune. Those
who blame themselves characterologically are apt to focus
on some personal deficiency which they regard as rela-
tively un-modifiable and uncontrollable" ( Janoff-Bulman
and Lang-Gunn, in press, p. 24).
It is intriguing, therefore, that children with ill
siblings in the Concept of Illness Task were more likely
than children with well siblings to describe changes in
121
behavior as the route to avoiding future illness. They
seemed to believe that if a child is good and behaves
correctly, he or she can control the occurrence of ill-
ness. This may be a very adaptive and effective way of
coping with the stress of living with an ill child.
Citing research studies that give empirical support to
the notion that behavioral self blame is associated with
effective coping, Janoff-Bulman and Lang-Gunn suggest
that behavioral self blame is adaptive because it allows
the individual to "reestablish a sense of invulnerability
and perceived control" ( Janoff-Bulman and Lang-Gunn, in'
press , p . 25 )
.
Janoff-Bulman and Lang-Gunn speculate further that
because behavioral self blame leads to a healthier psy-
chological state, individuals invoking this kind of attri-
bution for illness may invoke a state of lessened vulner-
ability to illness.
If... an individual's psychological
state is an important mediator of
physical health, there is reason to
believe that attributions for misfor-
tune which allow an individual to hold
an optimistic outlook and positive emo-
tional orientation are likely to be
physically, as well as psychologically,
adaptive, (p. 42)
This effect on actual future vulnerability to illness may
occur through "direct behavior change or through psychol-
ogical-biological links which are as yet not fully under-
stood." (p. 42) It would be interesting to examine in a
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future study the medical records of children who seem to
be coping well with the stress of living with an ill sib-
ling. If the above thesis is correct, we would expect
to find that these children would have fewer illnesses
than those children who have coped poorly with the stress
of living with an ill child.
We now turn to the descriptive data which will expli-
cate in greater detail the significant emotional turmoil
experienced by the well child with an ill sibling. As
will become clear, the emotional conflicts and behavioral
coping styles adopted by these children are related to
the conceptual coping style described above.
Descriptive Data :
Emotional Impact on the Child
In this section, brief observations concerning the
overall effects of chronic illness on family dynamics are
described. In particular, information from the parents
suggests a lack of differentiation between parents and
their well children in affective fantasy material. This
leads to a more extensive discussion of the individual
emotional impacts on the well children.
Altered family dynamics . Children's reactions to sibling
illness are affected both by intrapsychic coping styles
and by altered family dynamics. How the child deals with
the presence of a chronically ill sibling is in part
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determined by the parents' attitudes about the illness.
In the present study, the Parent Questionnaire and Parent
Interview revealed that parents feel overwhelmed and
frightened by the initial diagnosis of serious chronic
illness in their child. Feelings of loneliness and anxi-
ety may at times be quite powerful, causing intense and
unsettling mood swings. Much of the fear seems related
to a concern that if the parent acknowledges her feelings,
she will break down, lose control, and not be able to help
the ill child. Discovering that children in their child's
clinic who have similar illnesses have suffered relapses
or died affects these mothers greatly. They struggle to
believe that these other children worsened because the
parents did not take adequate care of them. One mother
of a girl with lupus spoke of the feelings she had when
she discovered that a 15-year-old girl in her daughter's
clinic had died.
But it was more that the mother
couldn't handle it, I think, and she
didn't follow through with bringing
her to the clinic and she probably
didn't do the right things at home.
Some of us can't deal with things at
home. Some of us can't deal with
things, it's human nature.
The mother's role as protector is constantly chal-
lenged by the presence of the ill child. Often there is
little the parent can do to affect the child's health.
The mother of the girl with Hodgkins disease said she
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feels good when her daughter wants only to be with her
mother after chemotherapy. "It helps me to feel somewhat
useful and needed and that's so necessary when so much of
her care is out of my hands."
During diagnosis, and exacerbations of the illness,
mothers find it difficult to adequately attend to the emo-
tional needs of their other children, their spouses, or
themselves. Dealing with physical, emotional, and mental
demands of caring for an ill child was exhausting for
many of the mothers interviewed in this study. Social
activities are often restricted, because as one mother
said, "Sometimes I'm just too tired physically and emo-
tionally to concentrate on all the details, I find that
too many people, too much noise and confusion, makes me
on edge .
"
The maternal preoccupation with the ill child neces-
sarily limits her perception and ability to respond to
the needs of her husband and other children. At the same
time, she is constantly aware of her healthy children's
reactions to this preoccupation with the ill child. One
parent was very concerned with her well daughter's
intense hostility toward the sister with asthma.
She doesn't believe Emily is really
sick with the asthma. She'll call her
names when we're rushing to the doc-
tors and tell her she's just faking it.
I can understand why in a way because I
want to say—This can't be happening
again. And I guess from a child's per-
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spective that translates into: "your' re
making this up to drive me crazy."
As described in the discussion of the Concept of Ill -
ness Task
, children develop fantasies to explain the mean-
ing and causes of illness. At the same time, parental
feelings and fantasies are readily transmitted to the well
child, blurring boundaries between parent and well child.
The mother of a girl with seizures described a period when
she was very frightened due to the uncertainty surrounding
her child's diagnosis.
I didn't know what was wrong with
Sarah, and whether her condition was
progressing or what. It was hard on
Zack and I know it affected him. I f d
blow up at him and then afterwards
I'd explain that I lost my temper
because I didn't know what was happen-
ing. I feel guilty for taking it out
on him and I think maybe he has some
scars from that. I think he absorbed
my anger.
This mother spent much of the Parent Interview speaking
of her concern about the well child's intense and violent
anger
.
The mother of a girl with lupus, complicated by
seizures, spoke of her son's "paranoid" activities: "if
he picks up something and he sees a spot on the cup he
asks 'is this poison?'" It was clear as she described
her own reaction to her daughter's first grand mal sei-
zure that this sense of "paranoia" was present in the
mother as well.
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I got a little paranoid. Todd [the well
sibling] stood there frozen and there
was nobody around to help and I couldn't
get to the phone. I didn't want to
leave her. She was thrashing, she had
hit her head. So I was screaming and
yelling, I had put my thumb in her
mouth and her jaw locked so there was
blood all over. The blood wasn't from
her it was from me. When the ambulance
came and they unlocked the jaw she was
into a deep sleep and it looked like
she wasn't really breathing so we
thought she was dead. So I got really
paranoid. Todd got sheer white, panic
stricken.
This mother also knew that Todd was extremely sensitive
to her own feelings of fear and sadness. She described,
an incident when her ill daughter was away at school,
and the other children were listening to a record with
the words "Logical, they sent me away..." Mother became
very sad and when the children began to cry, she sug-
gested they chop up the record.
Todd explained to the others "my mom-
my gets sad because she misses Lisa
and Lisa could get sick there [at
school] and my mother could never see
her." And you know he was thinking
if Lisa gets sick there and dies or
something we would never see her.
Information from the Parent Interviews suggests a
lack of differentiation between some parents and their
well children in affective fantasy material. Ascribed
similarities of personal thoughts and feelings may reflect
projection by the parents or an actual process of identi-
fication between parents and their well children.
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Emotional impact on the child .
The family drawing of the brother of a
child with a brain tumor aptly illus-
trates some of these children's per-
ceptions of the effect of the illness
on the family. (See family drawing of
experimental subject 7, Appendix )).
In this drawing, the light, indicating
warmth, is placed near the mother.
Mother is smiling, but she is boxed in
and powerless. Father is placed under
a car, also unable to act. The many
erasures of the picture of the ill
brother may indicate feelings of ambi-
valence, reflecting the finding of the
Family Relations Test that hostile
feelings toward siblings are difficult
to acknowledge. The ill brother is
about to ride his bike out of the pic-
ture, indicating the child's fear or
wish that his brother may soon leave the
family. The well child appears to be
about to drop a ball onto his brother's
head, clearly "disobedient" behavior
which may relate to his underlying anger
at his brother and his fear that such mis-
behavior might have caused the illness.
The drawing indicates feelings of iso-
lation and powerlessness as neither
parents nor children can act or inter-
act in the picture.
As an introduction to the description of children's
emotional reactions to sibling illness, a brief discus-
sion of siblings' relations in general is necessary. As
discussed in the literature review, sibling relationships
have received little attention from clinicians and
researchers. This is surprising, given the fact that by
age ten, children are spending as much time relating to
siblings as they are to mothers (Black and Sturge, 1979).
Minuchin has described the sibling subsystem in the
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family as
the first social laboratory in which
children can experiment with peer rela-
tionships. Within this context chil-
dren support, isolate, scapegoat, and
learn from each other. In the sibling
world, children learn how to negotiate,
cooperate, and compete. They learn how
to make friends and allies, how to save
face while submitting, and how to
achieve recognition of their skills.
They may take different positions in
their jockeying with one another and
these positions, taken early in the
sibling subgroup, can be significant in
the subsequent course of their lives.
(Minuchin, 1974, p. 59)
School-age children with ill siblings may be most con-
flicted about their feelings toward the sibling "since it
is in their relationship that issues of rivalry, envy,
and hostility are likely to be most salient." (Wiener,
1970, p. 97)
Bank and Kahn (1981) have integrated object relations
theory and systems theory in their understanding of how
siblings influence one another: "Through sibling rela-
tionship, one gets both the sense of being a distinct
individual and of constancy through knowing a sibling as
a predictable person." (Bank and Kahn, 1981, p. 15).
These authors argue that the sibling relationship is a
"vital key" to each child's knowledge of the self.
The clinical reports and research documented in the
literature review described the troubling underlying
feelings of well children with chronically ill siblings.
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The Child Interview, Parent Interview, Family Relations
Test, and Parent Questionnaire , in the present study,
revealed similar fears, conflicts, and sensitivities. In
discussing the well child's subjective interpretation of
events surrounding the siblings' illness, we will first
look at the feelings of anxiety, fear, and sadness evoked
in these children. A discussion of the angry and resent-
ful feelings, often accompanied by intense guilt, then
follows
.
Feelings of anxiety, fear, and sadness . Many children's
fears were associated with the frightening images they
had when their sibling was having a seizure, or severe
asthma attack, or was in a diabetic coma. The brother
of a girl with lupus eruthemotosis , complicated by
seizures, said
What's scary about it is, say in the
morning you're watching TV or play-
ing something and then you hear a big
bump and you go up and see your sister
out cold and a second later there's an
ambulance taking my sister away.
The Vulnerability to Illness Questionnaire and the Con-
cept of Illness Task indicated the complicated attribu-
tions for illness and sense of vulnerability in these
children. The feeling that at any moment their sibling
might have a severe reaction was frightening to these
children, not only because they were witnesses to the
event, but because they felt vulnerable to such unknown
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forces. The mother of a girl with diabetes said the
well child expressed many fears of developing the illness
as well.
I told her when she was 10 that life
has no promises. Even if you take
care of yourself, things can still
happen to you. Her response was "why
would anyone want to go through all
the care if its not going to always
work. If I were diabetic and have to
do all that stuff I think I'd die."
As the Perceived Emotional and Behavioral Difficulties in
the Child section of the Parent Questionnaire indicated,
these thoughts often invade the dreams of the children,
resulting in increased nightmares and night terrors.
I remember once I had this dream and
I was screaming and yelling and you
know really scared cuz I kept seeing
him have all these problems breath-
ing. My bed was all wet when I woke
up. It's really scary having a brother
that has asthma.
Fears often arise from the physical presence of the ill
child, related to the ill one's uncontrolled aggressive
and hostile behavior. The sister of an older boy with
Gilles de Tourettes syndrome alerted when she read the
Family Relations Test statement "This person in the family
scares me." She turned to the examiner and exclaimed,
"Oh, God, my brother scares me." During the interview
she stated
He makes me nervous. I'd be doing my
homework and he'd start ticking. And
I'd get so uptight I'd start yelling.
He ticks a lot and it's emotional and
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like I'd be expecting a phone call
from my friends and he'd get on the
other end and start talking and making
noises which make me real scared.
A number of children expressed their fears to the
parents that the ill child would die from the disease.
The brother of the girl with lupus was told at age six
that his sister was ill and would have good days and
bad days. He asked, "Is she going to die? Will I get
it? I don't want to die." After seeing a grand mal
seizure he cried, "She's dead Mummy, I'm scared." At age
nine he angrily said to his mother, "I thought she was ,
better and the lupus was gone." He asks the mother a
number of questions about death and whether this might
happen to him as well. Mother spoke of her concern for
him: "These questions about death and the drained color
of his face and the very deep worry he carries--it ' s too
much for a little boy." He is clearly struggling with the
issues presented in the discussion of the Concept of Ill -
ness Task--how to make sense of the very frightening pre-
sence of illness while maintaining a sense of his own
invulnerability.
Children sometimes stated clearly to the experimenter
their fears that the sibling might die from the illness.
Others were less obvious about their concern, but their
conversations revealed a preoccupation with issues of loss
and death. The brother of a girl with cystic fibrosis was
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quite frightened by the Thematic Apperception Test card
which he perceived as illustrating a doctor. "I hate doc-
tors, they give me the creeps, they're like ghosts with
those white jackets." He then proceeded to talk about
his grandmother who is dying of cancer.
The brother of a boy with a brain tumor told the
experimenter: "When the doctor calls, my parents tell
me, not Lee. He doesn't know he's getting worse. Maybe
he'll go in a wheelchair." As he spoke about his fears
about his brother worsening, he began thinking about his
grandfather who had just suffered a stroke and was not
expected to survive.
The burden of knowledge about the illness was fright-
ening to this child. Similar fears were expressed by the
brother of the girl with lupus:
Mother said not to be afraid if Lisa
has seizures, just call the operator
and ask for an ambulance. But we were
afraid that if a fit happended we
would have been too afraid but tried
not to be. You know, you would have
been afraid too, wouldn't you? Mom
knew of course we would be afraid but
she said not to get too paranoid or
too afraid that we couldn't get no
help or something.
Many mothers described feelings of sadness and con-
cern on the part of the well child when their sibling
was in the hospital. The children told the experimenter
how much they missed the brother or sister and how alone
they often felt with their sad thoughts.
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Sometimes when I'm home and they're
there [at the hospital] I turn off
the TV and I think about Shannon.
I ask myself all these questions that
nobody can answer, like what's going
to happen next. (sister of girl with
Hodgkin's disease)
Thus, although the Thematic Apperception Test results
indicate that feelings of anxiety, fear, and sadness may
not predominate these children's lives, it is clear from
the clinical interviews that well siblings are often
troubled by these underlying but intense feelings.
Feelings of anger, resentment, guilt . When one child's
needs are met at the expense of another's, feelings of
resentment and hostility are unavoidable. The sister of
the boy with Tourettes Syndrome was eager to illustrate
how she had been displaced by her brother. When asked
how she thought his illness changed things in the family,
she asked for a piece of paper and drew a picture of
everyone in the family, herself in the middle and Michael,
the ill child, on the outside (see Appendix P for copy of
picture )
.
And they'd all be paying attention
to me but then everything's changed.
[Draws second picture, with Michael
in the middle, and herself on the
outside.] So now it's like Mike's
in the middle and they used to pay
attention to me but now it goes to
Michael. You get it?
During the interviews, a number of children expressed
a great deal of hostility toward the ill child for the
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demands he or she made on the parent. They view the time
the parents spend with the ill child as "stolen" from
them. The girl described earlier who was resentful of
what she believed to be her sister faking asthma attacks,
was asked to describe how things might be different in
her relationship with her mother if her sister was not
ill.
Well, we wouldn't always be rushing
to the doctor's office and waiting
in the waiting room and then when I
want to talk to mom she says, "Don't.
I have to fill this out." And then
when she's home she has to listen to
Emily's chest and then maybe go back
to the hospital all over again.
This girl's family drawing (see Appendix 0, experimental
subject 13 ) reflected these intensely hostile feelings
toward her ill sibling. Her eyes look angry and fiercely
at her sister and it appears that she is about to smash
her sister with a racket. The question one boy posed
to his sister with lupus, "Aren't you feeling alright
yet? I thought your lupus was going away," reflects the
child's underlying resentment of the neediness of the ill
sibling.
These children often expressed anger not only at the
ill child but at the parents for complying with the sib-
lings' demands. A number of children whose siblings had
severe asthma were hurt by the loss of their pets.
Because of the ill child's severe allergies, dogs, cats,
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and ducks (!) were given away. "Well maybe Lassie wasn't
important to my father or my mother but he sure was to
me" stated one eight year old. A girl with a diabetic
brother replied when asked what she had been told about
diabetes by her parents: "They told me that my brother
has to have special care now. But that was a long time
ago and you know they really don't have to give so much
special care like they do." This little girl often
cried when her mother left the house for diabetes fund-
raising activities, demanding that she "stop doing that
stuff."
The following vignette aptly illustrates a young
girl's anger at what she perceives to be her mother's
giving into the ill sibling's sense of entitlement.
Like when we have guests over my
mother will like brag about the
asthma. She'll say [hushed tone],
"Emily has a chronic illness you
know." And Emily will just sit there
like all innocent. And also, when my
mother hasn't mentioned it yet she'll
come in like "Mom, I can't breathe"
and it's cause she's been running, but
she can I know. But she wants atten-
tion so she'll pretend she's coughing.
Mom knows she's faking but she is
afraid that she might just really be
sick, but I know she's not . (sister
of girl with asthma)
Parents in the interviews often criticized themselves for
favoring the ill child or not punishing him or her as
much as the well child. "I feel I should give him leeway.
She's [the well child] never said anything but I know I
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pick on her more than him, even though she generally
doesn't try to do some of the bratty things he does."
(mother of 12 year old well girl and boy with diabetes)
Often, however, the parent is placed in an impossible
position. She cannot attend to the needs of her ill child
and her well child at the same time. It is clear that
while the well child is angry and anxious about his or her
dependence on a parent who has few resources for him or
her, the parent may simply have no choice but to post-
pone attending the needs of the well child. The particu-
larly poignant story of the circumstances surrounding the
diagnosis of a child's brain tumor in one family illus-
trates this point. Daniel, age five, was in the hospital
for surgery for a double hernia. His older brother had
to be admitted to another hospital at the same time be-
cause of a suspected brain tumor. Mother relates the
anguish she and her son Daniel experienced at this time.
I had to tell Daniel that I couldn't
be there when he came out of the
operation because Lee was in the
other hospital and we didn't know what
was wrong with him and I had to be
there with the doctors. I was torn
apart. Daniel of course was intensely
disappointed and hurt that I couldn't
be with him. The nurses told me when
I came later the next day that Daniel
had pulled his IVs out and tried to get
dressed and leave the hospital to look
for me.... Two summers ago it all came
out. He burst into tears and asked me
if I loved Lee more because I wasn't
there for him in the hospital. It was
awful but I was so glad that he could
tell me and we could talk about it.
Clearly, parents and well children experience a real
bind which allows them few options to express their re-
sentful or angry feelings. Again, although the Thematic
Apperception Test did not reveal significantly higher
hostility themes in the stories of chronically ill chil-
dren, it is clear from these interviews that feelings of
hostility and resentment are naturally exacerbated by
family responses to the ill child. For some children,
it may be that a sense of guilt limits the acknowledge-
ment of such feelings. As Sourkes (1980) has indicated,
feelings of guilt in well siblings are multifaceted . The
child may feel guilty for causing the sibling's illness
and/or escaping the sibling's illness. "Acknowledging
their relief at being healthy only triggers the guilt
more intensely" (Sourkes, 1980, p. 59).
These interviews do indicate that many children feel
anxious and guilty about the unacceptable (but under-
standable) angry and fearful feelings they hold toward
their ill siblings and toward their parents. Often cut
off from reassurance and emotional support, they secretly
hold onto feelings of intense guilt both for the anger
they have felt and for fantasies of having hurt the child
by some thoughts or behavior (as noted in the discussion
of the Concept of Illness Task ). The brother of a girl
with muscular dystrophy said, "I used to make fun of her
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cuz she would trip and I didn't know then what it was.
It makes me feel bad." When asked what the experimenter
should tell other children with a diabetic sister, an
eleven year old girl responded:
Tell them not to feel mad at yourself
because you didn't really cause it.
Because I felt mad at myself for awhile.
I thought for two years that I had been
bugging her too much and that that made
her eat more sugar. But then my brother
told me when I was seven that that wasn't
it so I wasn't mad at myself anymore.
The subtle, complicated, and ambivalent feelings that
arise in a child who must accommodate to the needs of a
family with a chronically ill child are clearly illus-
strated in the words of an eleven year old girl with a
diabetic sibling. In describing her anger at the restric-
tions imposed on the family by the diabetes, she said
Like, when we can't go out to dinner.
I'll just go upstairs and watch TV.
Mostly I feel mad at myself. Well
not really myself but things that got
her having diabetes. Like I don't
know, it's not really her fault. My
mother and father, you know, it's
not their fault either. So I get mad
at no one. I just get mad at myself.
[Experimenter] : You get mad at your-
self?
Yuh—cuz like I should know better not
to get upset.
The Thematic Apperception Test indicated that hos-
tility themes do not predominate the thinking of siblings
of ill children. However, the Family Relations Test
results showed that healthy siblings have difficulty ac-
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knowledging negative feelings around family members and
the clinical interviews indicate the process by which
these angry and hostile feelings might be repressed. The
sister of a diabetic girl quoted above is clearly strug-
gling to understand the causes for the illness at the
same time that she battles to control the resentful feel-
ings she has about her sister's illness. Unable to ex-
press anger toward her sister or parents (the latter par-
ticularly because of the child's need to maintain a sense
of effective and protective parents), she turns these
feelings on herself.
Indeed, many of the children in the study withdrew
to their rooms and into themselves when angry or fright-
ened. Said the brother of a boy with a brain tumor:
"Sometimes I know I should just be alone and I go to my
room and hide somewhere." It often appeared that these
children tried to hide from their own feelings, fearing
that they could not make demands on their parents when
they were upset.
When I get mad or scared I stuff some-
thing in my mouth and I try to get all
the anger out. Once I had a punching
bag and I punched the heck out of it
but it broke. (brother of girl with
cystic fibrosis)
When I get mad at her I can't hit her
cuz my mother would kill me. So I go
to my room and put the music on real
loud and put a sign on my door not to
come in and I play it real loud just
to get it all out of my head. (sister
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of girl with asthma)
Bank and Kahn have argued that aggression between
siblings, even when painful, represents "contact, warmth,
another presence" (Bank and Kahn, 1981, p. 198). However,
children with ill siblings often must deny their competi-
tive feelings because of the fear that they might hurt
or destroy the ill child.
What I'd tell another kid is, don't
notice his ticks and don't notice his
noises and just always try to be
friendly and don'
t
say "oh, shut up,
you're such a jerk" cuz then he'll feel
real bad and then you'll feel real bad.
(girl with brother with Tourettes syn-
drome )
I used to punch him when I was mad but
I know I can't cuz he's got a tube in
his brain to his stomach and he could
get hurt real bad. (boy with brother
with brain tumor)
An extremely regressed and anxious brother of a girl with
cystic fibrosis told the examiner: "I'd never hit her
cuz it could kill her."
Thus, although children will naturally feel anger at
both sibling and parent, there are strong forces at work
which are conducive to the control of such feelings. The
results of the Family Relations Test and the Thematic
Apperception Test in the present study support the hypoth-
esis that the angry and resentful feelings which clini-
cians have described are often kept hidden. The parents'
protection of the ill child and the child's need to win
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approval from the parents make it difficult for the child
to express these feelings of anger, resentment; and jeal-
ousy. Given "their insecurity about their precarious
position in the family" it was safer for these children
to assign negative feelings to "nobody." (Cairns, et al .
,
1979) In addition, as the Concept of Illness Task dis-
cussion has indicated, acknowledgement of angry feelings
toward the parent for not having been able to protect
the patient from the illness is quite difficult, for such
expression of angry feelings might make the child feel
terribly insecure about the parents' ability to protect
the well child from similar problems.
Individual Behavioral Coping Styles
The inability to discharge or resolve angry feelings
directly leads these children to adopt various behavioral
styles in an attempt to cope with their conflicting
feelings
.
The sister of a boy with Tourette ' s Syndrome had
developed quite an elaborate method of coping with angry
and scary feelings (see Appendix P). Borrowing a magic
marker from the examiner, she explained as she wrote:
Like say I'm mad, right. I'd be
writing, "I wish the world would
end, or "When will the world end."
Or I write "I wish he wasn't in the
house anymore." "I wish he was never
thought of." "I wish I was never
thought of, like not born." And then
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I'd tear it up and I'd draw mountains
and the sun and a lake and flowers.
And I'd rip this off and crumple it up
and throw it away. When I get mad
again I'd write it over.
We have discussed earlier in this discussion the con-
ceptual coping styles adopted by these children. The des-
criptive data brings us back to a second look at similar
issues of coping styles from a behavioral perspective of
role. Children's behavioral coping styles have been organ-
ized for the present discussion into two main categories:
(1) children who act as caregivers to their siblings, and
(2) children who seem to regress to earlier levels of
functioning, often with depressive symptomatology. The
present study found that the caregiving style was quite
prevalent and therefore much discussion shall focus on
this group of children.
Caregiving . The need to "be good and obey the rules" as
revealed in the results of the Concept of Illness Task
seemed to influence many of the children's behavioral
adaptations to the illness. Although almost all parents
described their well children's behavior during crises in
the illness as caring and protective of the ill child,
many parents were concerned that the well child overcom-
pensated for the ill child and tried too hard to please,
even when the family was not in crises.
She's the kind of kid that doesn't
want to cause any problems. She thinks
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we have enough things to do with four
kids and right now my husband's start-
ing a new business and what with the
diabetes and all, she tries to be a
big help. She wants things to go right
in life for all of us.
A number of children took it on themselves to watch
over the ill sibling and attend to his/her medical and
emotional needs. Siblings of children with diabetes often
deny themselves candy, wake and prepare their brother or
sister for insulin shots, and monitor the ill child's
food intake.
The sister of a child with asthma who was clearly
angry at what she perceived as her sibling's "faked at-
tacks," still felt the need to protect and guide her ill
sister
.
I know when we go to the doctor and
he explains to Emily about the asthma
attacks she doesn't get it. I can
tell by the look on her face. She'd
be like wanting to raise her hand but
then she'd be too embarrassed. So
later I'd say, "Emily, do you know why
the mucus forms up in your lungs?" and
Emily would say "yeah" or "leave me
alone." So then I'd go get my crayons
and try to draw it for her cuz I know
she doesn't know what it means.
One girl described getting in bed with her diabetic sis-
ter and comforting her when she cries: "Lisa tells me
not to tell mom, but I know what people say hurt her and
make her sad. So I just tell her not to pay attention
and I make jokes, or find something good to watch on TV."
The well child's protection of the ill child from
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other children's negative comments was often quite strik-
ing. The well child might demand that other siblings be
patient with the ill sibling, explaining that "she's
high strung cuz the diabetes makes her like that." Well
children defended their siblings from the teasing of
peers, and "even children who were indifferent within
became champions without" (Burton, 1975, p. 194).
All my friends have a lot of ques-
tions like "what does your brother do
that for" and your brother is weird"
that make me really mad. I tell them
about it and I tell them not to bring
it up in front of my brother cause he
doesn't like it. And they go "why"
and I go "if you had a disease you
wouldn't like everybody talking about
you and bringing it up and and making
fun of you and embarrassing you."
(sister of boy with Tourette's syndrome)
This child's comments clearly reflect her own aware-
ness and sensitivity about her difference from peers.
Defending the ill child may often be both a defense of
the self, and a disguise for the well child's own feelings
of hostility and embarrassment.
For many children, intellectualization in the care-
giving role serves as an adaptive defense. They seek
information about the illness at the library, write papers
in school about what it's like to be the brother or sis-
ter of a child with diabetes, and present their under-
standing at science fairs. This activity can help them
control anxiety about the illness. Said the sister of a
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child with diabetes, "When I get out of high school and
college I'm going to write a book on how to cope with
diabetes and stuff like that." Many children attended
clinic visits and support groups with their ill siblings.
One well child had learned to give herself blood tests.
Another girl with a brother with diabetes spoke of
the good things about the illness.
You know what the sickness is, you
know what it's like to have a bro-
ther with diabetes and you learn how
to help. You don't have to worry a
lot about it because after you know
what it is you can help out and it
won't be alot of worry to you. . .
.
It's an unknown disease to many people
so you can learn more. It helps you
in learning. Even the school nurse
asks me questions cuz I know more than
her about it.
The identification with the medical staff and the
desire to care for others leads many children to decide
that when they grow up they would be doctors, nurses, or
priests. Having a sibling that one can care for allows
these children to feel successful and in control. Note
the angry pride in the following child's description of
her interaction at her school's science fair.
I had this booth and I was testing
blood sugars and stuff. And then
this teacher came up and told me that
diabetes was caused by salt! Can you
believe that? I told him he was
totally wrong and I went to the prin-
cipal and said, "I hope you don't get





The nurturant and caretaking behavior toward the ill
child may serve a defensive but adaptive function of dif-
ferentiating the well child from the ill child. In caring
for the sibling, the well child reassures him or her self
that he or she is not like the ill child. Bank and Kahn
(1981) have noted that in sibling relationships, each
child is an object for conscious comparison and identifi-
cation. The sister of a girl with cystic fibrosis in the
present study struggled with her concerns about how much
like her ill sibling she might truly be. She worriedly
told her mother: "Marie has cystic fibrosis and she's
skinny, but I'm skinny but I don't have it." The child
looks to each sibling for attributes that are desirable
and undesirable.
Individually, each child pays close
attention to the characteristics in
oneself or one's siblings that the
parents might find especially endear-
ing. Silently but progressively, each
struggles with whether he or she will
become like a closely connected sib-
ling, and thus solidifies a personal
identity. (Bank and Kahn, 1981, p. 52)
Children in the present study often seemed to strive for
success in domains which emphasized the physical differ-
ence between themselves and their ill siblings. Although
the Vulnerability to Illness Questionnaire revealed that
children often identified with the sibling's illness in
the past (reporting greater occurrences of the illness
than the control group), their perception of decreased
vulnerability to illness in the future may be their way
of convincing themselves that they are not going to
succumb to their sibling's fate.
The drawing of a child whose sister has cystic fibro-
sis nicely illustrates this point. (See Appendix 0, ex-
perimental pair 9). The well child drew herself upside
down, unlike the other figures in the drawing.
In describing the reactions of siblings of children
with mild illness and neurosis, Bank and Kahn (1981)
argue
A well sibling devises a distinct and
satisfying subidentity from having a
deviant brother or sister. The dis-
turbance and inappropriate conduct of
this sibling, although upsetting, pro-
vides ego satisfaction because it
forces the "normal child" to become
competent and even superior in the
eyes of the parent. (Bank and Kahn,
1981, p. 233)
It appears that the caregiving role, while adaptive,
carries certain risks of its own. In adopting the care-
giving role, children may be responding to the parents'
needs to be reassured of a difference between their chil-
dren. In an attempt to protect the parents against feel-
ings of failure, well siblings may adopt an overparenti-
fied role with unclear consequences for their later
development.
This pressure to be the good child was clearly pre-
sent in the children's responses to the Concept of Illness
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Task and the predominance of the theme of Disobedience in
their Thematic Apperception Test stories. As discussed,
evaluations of the self in children this age are strongly
based on respect for authority and rules. An association
was frequently made between becoming ill or getting well
and the enumeration of breaking or keeping rules. Bank
and Kahn list a number of common ambiguous parental rules
which may make the goal of good behavior even more diffi-
cult to maintain. Several are relevant to the children
in the present study:
—be close, but distant enough to be
separate individuals
--be cooperative, but don't become
dependent on each other
--be admiring, but don't let your sib-
ling take advantage of you
--be competitive, but don't dominate
—be aggressive, but not ruthless
—be tolerant, but defend your own point
of view
(Bank and Kahn, 1981, p. 11)
In their struggle to "obey" these often paradoxical
rules, children with ill siblings often feel a special
burden to excel, sensing the parents' need for them not
to become ill. (Indeed, the Parent Questionnaire revealed
that parents of ill children were more likely than the
control group to report an expected decrease in the well
child's vulnerability to illness.) The sister of a girl
with Hodgkin's disease told the experimenter: "When I
get sick, I always go back to school too soon after, cuz
I tell my mother I feel okay, but then I have to come
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home again because I wasn't ready." in a desire to com-
pensate for the inability of the ill child, many of these
children work fervently to achieve all their parents'
expectations
.
I don't know how she really feels.
She gets a lot of attention and a lot
of praise because she is a very good
child, an excellent student. But
sometimes she is almost obsessed with
excellence in everything she does.
She has to get the best marks in her
class, the best in gymnastics, the
cleanest desk. (mother of sibling of
girl with diabetes)
Many children sense that they are the major emotional
support for parents and their behavior seems to reflect a
wish to alleviate parental feelings of failure. The bro-
ther of a girl with lupus became angry with his sister
when she argued with her mother and refused to rest:
"That isn't a very nice way to treat Mom you know. She
cares about you and she worries about you. She only
wants you to rest." This child also attempted to pro-
tect his mother from the experimenter, saying "I hope you
don't remind my mother about Lisa's lupus because hope-
fully she's getting over it and if you talk about it
you'll make her worry."
The struggle between their identification with the
ill child and their identification with the parent is
especially difficult for these children. A girl who was
a model caretaker for her diabetic sister developed a
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phobic fear of needles, becoming physically ill when she
had to get shots. Dirt and clutter in the home made her
extremely nervous for she wanted the house to be spotless.
Concern for the family's well being is often real,
but becomes exaggerated in order to cover up for and com-
pensate for their angry and fearful feelings. Identifica-
tion with the parent may serve the purpose of gaining
parents' approval and dealing with their own anxieties,
but at a cost of not having their own feelings of resent-
ment acknowledged. The mother of an eleven year old girl
whose sister had diabetes called the well child "my sun-
shine at the end of the tunnel." She relied on her daugh-
ter to make meals and stay cheerful. When asked how
Victoria expresses her sad or angry feelings, this mother
responded:
Victoria is never sad. She's very
independent and she doesn't like to
be pampered. She does like to be
hugged now and then, but definitely
not constantly.
The drawing of another girl whose sibling has diabetes
aptly illustrates this identification with mother. (See
Appendix 0, Experimental Pair 11). The figure of the
well child is as large as the figure of the mother.
Mother is engaged in a child-like activity: jumping rope,
while the ill child's aggression toward the well child
is illustrated by his riding a bike directed toward the
well child.
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Depression and Regression . The symptoms of depression and
regression noted in the literature review and in the
Parent Questionnaire could be a reflection of parental
needs that their well child not make demands on the
parents 1 time. The mother of a child with asthma was
frustrated at what she perceived as her well child's im-
mature behavior.
She expects that things should be
done for her instead of being a lit-
tle more mature and trying to do for
others. ...She'll come around. As a
small child she was the easiest to
get along with, the most cooperative,
things never went wrong for her, and
everything was fine.
The depressive symptoms in these children may in fact
be higher than this study found. Previous research has
shown that mothers underreport their children's anxious-
depressive symptoms , possibly because such feelings are
not always communicated to them ( Langner , Gersten, and
Eisenberg, 1977). As discussed earlier in this chapter,
the well child's sense of vulnerability is threatened by
the diagnosis of chronic illness in a sibling. The Night-
mares, Immature Behavior, and School Difficulties reported
in the Parent Questionnaire may indicate that feelings of
dependency are often intensified
.
Fearful of leaving home and wishing to keep an eye
on mother, these children may show regressive behavior as
a response to this stress. The brother of a child with
lupus missed a great deal of school because he claimed
he was ill. However, mother believed "he just wanted to
be home with me. I think he gets himself psyched out to
the point where he doesn't feel good and just can't deal
with school." The extreme regression in the brother of
a child with cystic fibrosis caused the experimenter much
concern. His drawing (see Appendix 0, expermental sub-
ject 3) illustrates his intensely anxious and develop-
mentally delayed emotional state. This boy had few
friends, no outside activities, and was failing in school.
He was extremely anxious during the testing and expressed
great fears about his sister's illness. Although his
mother told the experimenter that none of the children
are aware that cystic fibrosis is a "killer disease,"
her son, when asked what he knew about the illness said,
"It's a disease, it kills you. And I'd kill myself if
I got it.
"
Family Communication as System-wide Coping Styles
I was always the one that wanted to be
open and not try to hide this but my
husband never really went along with
this. He didn't tell me not to be
—
cuz we never talked really--but he
didn't want me to be open. We had a
situation about two years ago when my
daughter was out playing and there was
an argument and one of the children
said to the other one "Don't pay any
attention to her, cause she's going
to be dead when she's 15 anyway." And
she came in and just looked ashen.
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And my husband looked at me and it was
like he was saying: "This is your
fault because you let this be known
and you hurt her this way." If he had
his own way, the school wouldn't know,
the neighbors wouldn't know, the other
kids in the family wouldn't know, and
I almost went along with him. But you
know, you can't really hide it com-
pletely, (mother of girl with cystic
fibrosis
)
I still don't know what it is. When I
was four I heard my mother talking on
the phone to the doctor and I heard her
say Marie had cystic fibrosis and I got
scared. I tried to look it up in the
encyclopedia but I couldn't read too
good then. . . I know she gets banged
on but she won't let me go down there
so I don't really get it... We don't
talk about it at home... She doesn't
want anyone to know but I don't know
how she can hide it without it showing
... The first thing I'd tell someone
if their sister has cf is don't tell
your friends cuz they'll start blab-
bing it and they'll tell their mothers
and their mothers will tell your mother
and she'll kill you cuz she said not to
tell anybody and she won't have any
friends left. (brother of girl with
cystic fibrosis)
These statements reflect the tremendous isolation
experienced by family members when the child's illness is
considered a family secret. The communication style of
the family may be a crucial factor in alleviating the
stresses and anxieties experienced by the family when
faced with serious childhood illness. Two very different
communication styles, Open and Closed, seemed to distin-
guish the families in this study. In the closed style,
parents seemed quite concerned about how the experimenter
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was going to discuss the illness with the well child,
taking the experimenter aside to explain that her son or
daughter really didn't understand what the illness was.
One mother asked worriedly, "You didn't call it an ill-
ness did you? We never call the diabetes that at home."
These parents said their children did not ask questions
and they interpreted this lack of direct questioning as
reflecting unawareness of the illness. However, this
often appeared to be related to the parents' own denial
and wishful thinking. These children's drawings and
statements during the interview revealed that they were
quite sensitive about the seriousness of the illness.
For example, although the mother of a girl with cystic
fibrosis said the child's brother was unaware of his
sister's illness, the brother drew the ill child in bed,
isolated from the activities of the family (see Appendix
0, Experimental Pair 4).
The child's silence may be due to his or her attempt
to protect the parents, sensing their unwillingness to
openly deal with the problem (Share, 1972).
In an effort to avoid loss of contact
and maintain approval of significant
adults, he quickly learns to keep his
thoughts to himself. (Share, 1972,
p. 197)
The emotional and behavioral difficulties described
earlier in the literature review, and in this chapter,
may reflect these children's feelings of loneliness and
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abandonment when deprived of meaningful communication
with the parent about the sibling's illness. In discus-
sing the effect of this closed communication style on ill
children, Share (1972) writes:
Thus, he derives his own distorted
conclusions about the cause of his
physical condition, begins to dis-
trust the thought that others are
genuinely concerned with his welfare,
and feels increasingly threatened by
his seeming inability to make sense
out of the many conflicting messages
given to him by his enviornment.
(Share, 1972, p. 195)
Similar distrust of the adults in the environment may
account for well siblings ' feelings of anxiety and isola-
tion. Koocher (1981), in his study of siblings of cancer
patients, found that
the family that openly and actively
seeks and discusses information and
which shares feelings about the ill-
ness is less likely to produce such
side effects as guilt ridden siblings...
Closed communication systems in fami-
lies may contribute to the development
of behavioral and emotional problems
among the cancer patient's siblings.
Many of the siblings' problems could
apparently have been ameliorated by
providing direct factual information
at the time of diagnosis and during
treatment. (Koocher, 1981, pp. 109-110)
If the family's communication style does not allow
for open discussion of the illness and feelings about the
illness, the well child's fantasies and fears about the
ill sibling are left unaddressed. Children who do not
have clear information about the illness cannot use the
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often adaptive defense of intellectualization and care-
giving discussed earlier. And when each family member
believes that he or she is alone with his/her fearful or
hostile feelings, everyone is caught in a "web of silence"
(Turk, 1964, p. 71). share (1972) argues that a vicious
cycle ensues in these families with closed communication
styles
.
The adult, as a result of lack of mean-
ingful communication with his child, be-
comes increasingly unable to accurately
perceive, assess, and respond to the
child's inner experience. The child, in
turn, responds to the adult's apparent
"unawareness" with further withdrawal,
accompanied by feelings of loneliness
and increased isolation. (Share, 1972,
p. 198)
In contrast to this closed style, many of the fami-
lies in the study seemed to provide an environment where
thoughts and feelings about the illness were shared. It
may be that this open style of communicating greatly
facilitated effective coping for the well children in
these families. Indeed, the lack of quantitative data
supporting the hypothesis of increased isolation of
siblings of ill children can be understood in the context
of this group of families. These children may in fact
not experience greater isolation than other children with
ill siblings. The families in this study were a self-
selected group. When parents were asked why they chose
to participate, many said they wanted to make sure their
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well child's needs were being addressed, and thought that
this might be an opportunity for their children to ex-
press their feelings about the ill child. It may be that
families with closed communication styles chose not to
participate in the study, and children who were less psy-
chologically healthy were excluded from the study because
the parents could not afford at the time to deal with
the well child's concerns.
The parents in the open communication style took
time to sit down and explain to the well child the facts
about the illness: the rigid schedule for the diabetic
child, the special needs of the asthmatic child, the
reactions of the child with seizures. More importantly,
they seemed able to acknowledge and accept in themselves
the strong feelings elicited by the illness.
We got the biopsy results on Tuesday
and on Wednesday we told Shannon and
on Thursday my husband cried. After
that I knew it was going to be alright.
Until he cried, I was very concerned
about him and about us. (mother of
girl with Hodgkins ' disease)
I remember I talked to the nurse and
she asked me what scared me the most.
I said that somebody at school might
say to Katie, "your sister has cancer
and she's going to die." And the nurse
said "You'll have to say those words,
you'll have to tell her the pos-
sibility, while giving her hope." And
I did. We cried, but she already knew
at some level and she needed to have
it talked about. (mother of girl with
Hodgkin's disease)
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This clear acknowledgement of feelings of anger,
fear, and sadness seemed to be communicated to the chil-
dren in a way that allowed the well children to accept
similar feelings in themselves.
You have to tell them it's not their
fault if their brother or sister is
ill and that we're all a family and
we have to stick together because if
it were you we would do it for you too.
It's not anybody's fault. They're not
a bad person, they're not being pun-
ished. It's just what happens in life,
but we'll all stick together and get
through. (mother of child with
diabetes
)
The. Kinetic Family Drawing of the healthy sibling in
this family clearly demonstrates the sense of warmth and
closeness in the home (see Appendix 0, subject 20)
A lot of times I'm scared and I just
tell them that and they'll come over
and hug me. We call that a family
hug: When you're really scared, you'll
go over to that person. I think that's
a good idea. (sister of boy with asthma)
Families with an open style of communication also seem to
use humor to help successfully cope with outsiders' often
unthinking remarks:
Joking in our house helps a lot.
Once Diana had a friend over who
saw Lisa's needles in the bathroom
and said "oh my God, is someone
really sick in this house?" And
Diana said, "Oh, these are my sis-
ter's needles, she shoots up every
day." "What do you mean?" "Oh, hero-
ine, cocaine, whatever she can get her
hands on, whatever they are selling
cheap on the streets." (laughter)
(mother of girl with diabetes)
159
Unlike the families in the closed communication
style, these parents were able to admit their own limita-
tions and turn to friends and extended family for support.
You have to deal with your own limits.
When I been up all night with a kid
wheezing I think one of the hardest
things to realize was that I shouldn't
feel guilty about first saying— for me
to be a good mother to everybody, I
need to be a good person to me first,
(mother of boy with asthma)
An asthma attack is usually a four day
event. So you have to figure out how
you're going to make it through four
days, not just the peak of the crisis.
That means reorganizing the energies.
Meals are then a different number.
It's time for carry out food. If you
think you're going to sink, it's time
to fall on reinforcements. You just
have to get on the phone with friends
and say "it's rescue time!" (mother
of girl with asthma)
Families with closed communication styles were unable
to use these sources of support, as they were isolated in
their knowledge of the child's serious illness.
Experimenter: Has anyone been especially
helpful to you during all this?
Mother: No. It seems like I have always
preferred to be independent and I was
always afraid of being a burden or the
object of pity. The less people who
know about it the better. When you get
over the shock, you just block it out
of your mind.
[Earlier in the interview with child]
Experimenter: Do your parents ever talk
to you about cf?
Child: No. They don't think it's
there. I mean, they know it's there,
but they don't think about it. I don't
know really— I don't even know what it is.
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The child quoted above is the seriously regressed sibling
described earlier in the section on depression and regres-
sion. One provocative and potentially vital connection
which is only hinted at in the data suggests a connection
between family styles of communication and the individual
child's behavioral and conceptual coping style. It
appears that children in families with closed communica-
tion systems may be more likely to exhibit regressive and
depressive symptomatology
.
The effect of open communication on both the ill and
well child's attitude toward the illness is beautifully
illustrated by the following comments by the mother of a
child with Hodgkin's disease.
What I'd tell other parents is you
can't lie to your kids. You tell the
truth to different age levels, but
there's no point in pretending that
it's not serious or that you're not
scared because they know you are...
...Shannon said to me at one point,
I wonder how many kids died because
of the way things used to be, that
they couldn't talk to their parents
and therefore the parents couldn't
spend the time encouraging them and
saying you've got to fight, you can
beat it." Maybe some borderline kids
died, because no one talked about it."
Summary and Implications for
Future Research and Clinical Intervention
The present study examined the adaptation of healthy
children to the presence of a chronically ill child in
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the home. An assessment of their understanding of the
causes and prevention of illness and their perception of
their own vulnerability to illness revealed that these
children are often preoccupied with the idea that they can
avoid the fate of their chronically ill sibling if they
are good and obey the rules. Although previous research
in this area indicated that children with ill siblings
have increased concern about their own health, these
studies did not utilize control groups in their assess-
ment. The present study was able to describe the compli-
cated attributions and feelings of vulnerability not
only by integrating different methods of assessment, but
by making use of a control group for comparison.
This utilization of a control group of healthy chil-
dren with healthy siblings helped confirm and expand pre-
vious research that had indicated that siblings of ill
children have difficulty acknowledging negative feelings
toward and from family members, particularly siblings.
Parental responses to the illness were described in
terms of how their fears and anxieties, as well as their
preoccupation with the ill child, were interpreted by
the well child. An exploration of children's subjective
interpretations of the events surrounding illness revealed
feelings of fear, isolation, anxiety, sadness, anger, and
guilt. The need to "be good and obey rules" influenced
these children's behavioral adaptations to the illness.
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Although the literature is replete with descriptions
of children's pathological responses to sibling illness,
it was argued that the various defenses employed may
represent an adaptive response to the stress of living
with an ill child. Caretaking behavior toward the ill
child was predominant, serving the defensive but often
adaptive function of differentiating the well child from
the ill child. Regression and depressive symptomatology
was present in some children, and seemed related to
their isolation in families with closed communication
styles. In contrast, families with open communication
styles seemed to facilitate effective coping for
children with chronically ill siblings.
The implications of these findings for future
research in the field shall briefly be discussed. We will
then turn to possible intervention strategies that might
be utilized in light of the present study's findings.
Age, sex, and birth order may be important variables
in the child's coping with the stress of living with a
chronically ill child. Breslau, Weitman, and Messenger
(1981) found that birth order had opposite effects on the
psychological functioning of male and female siblings of
disabled children. Among males, those younger than the
disabled child showed greater psychological difficulties
than those older; among females, those younger than the
disabled were better adjusted than those older. The data
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collected in the present study could be subjected to
further analyses to assess the effects of age, sex, and
birth order on the child's adjustment.
Given the emphasis on family communication as a
mediating variable in the child's coping with illness,
it would be valuable to develop a way of categorizing
the qualitative data into open versus closed family com-
munication styles. Correlations between the different
variables and this variable of family communication could
be an important direction for future research. Further
evidence of patterns of association between individual
coping roles (caretaking versus regression) and communica-
tion styles in the family as a whole would be particu-
larly revealing.
The finding that children with ill siblings often
attribute responsibility for the illness to misbehavior
on the ill child's part suggests a possible intervention
strategy with these children.
With young children who have cognitive
difficulty with causality, basic help
with that concept in general may help
them to understand the illness situa-
tion in specific. In everyday situa-
tions, a child can be shown that simul-
taneity or sequence does not neces-
sarily imply cause. They may then bet-
ter understand the relative randomness
of the patients' illness within a com-
plex of other occurrences. (Sourkes,
1980, p. 55)
At the same time, given the discussion of the adaptive
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nature of behavioral self blame, these children may
benefit from interventions which "emphasize the re-
establishment of perceived personal control" (Janoff-
Bulman and Lang-Gunn, in press, p. 42). A useful integra-
tion of these perspectives might attempt to delineate
activities (such as family rituals) which emphasize real
and symbolic control within the larger context of shared
vulnerability to fate.
The present study was designed primarily to be an
assessment of children's responses to chronic illness in
siblings. However, in many ways, it served as an inter-
vention into the lives of these families and as such,
may provide clues for future intervention strategies.
When given the opportunity, well children were often very
willing and able to verbalize their fears and anxieties
about the effect of illness on their lives. It is clear
that they need to be active participants in any interven-
tion program for families of the ill children, given the
intensity of their feelings about the illness. The
intriguing findings of the Concept of Illness Task indi-
cate that children's fantasies and fears about the illness
need to be elicited. Expression and resolution of some
of these feelings can then be a goal of treatment.
The children in this study apparently enjoyed being
treated as "experts" who could advise other boys and girls
about what it was like to live with an ill brother or
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sister. The expression on their faces when they received
the Certificate of Appreciation was often quite touching.
In addition, the experimenter planfully asked the
children many questions about their day-to-day activities
and interests outside of school, communicating a curiosity
about aspects of their lives that were independent of
the illness. Similarly, mothers in the study often des-
cribed how they would "invent some positive things to do
with each kid that would substitute for the time taken
away from them." For some this meant planning a special
time during the day or week for each child.
Whatever their strong points are, I
bring them out, make them feel impor-
tant. I'll ask the little one to
draw a picture or I'll plan a meal
with the older girl. Some things makes
each of them feel special, in their
own way. (mother of girl with diabetes)
Parents used the interviews as a chance to share with
another person their difficulties and their successes in
their family's adaptation to the child's illness. Many
of these parents felt that parent support group meetings
were crucial to their coping with the illness and with
the demands of the family. By sharing feelings of grief,
anxiety, or anger, these parents realized they were not
alone in their complicated and ambivalent feelings toward
family members. Acknowledgement and acceptance of these
feelings helped the parents establish, or reestablish,
open communication within their own families.
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Spnnqlipld Hospildl Wesson Mpmoiidl Huspiidl Wesson Womens Hospital
TO: All members of the pediatric staff at Baystate Medical
Center
This letter is to inform you that beginning in January, 1982,
we will be conducting a study at the Wesson Memorial Hospital
concerning healthy children's response to chronic illness in
siblings. This will be an investigation of the impact of
illness on healthy siblings 1 emotional lives and family
relationships
.
Although there is a considerable body of literature on the
psychological impact of chronic illness on some family mem-
bers, for the most part these studies have focussed on
parental and patient responses to living with physical ill-
ness. Few investigators have explored how healthy siblings
understand and deal with this unique life stress, and how
their reactions might influence the course of the illness.
Furthermore, the literature that does exist suffers from
methodological limitations so that few valid conclusions
can be drawn.
The aim of this research is to make explicit, in a controlled
study, the underlying feelings and attitudes of healthy
siblings. An understanding of these children's fears,
fantasies, and beliefs about the effect of illness on the
family will set the direction for developing prevention
and intervention strategies. Eight to twelve year old
healthy siblings of children with chronic illness (cystic
fibrosis, leukemia, muscular dystrophy, juvenile diabetes,
congenital heart disease, severe asthma) and eight to twelve
year old healthy siblings of healthy children will comprise
the experimental and control groups. Parents of both sibling
sets will be asked to fill out a questionniare regarding
their child's emotional and behavioral problems, while their
healthy child is being assessed on the following tests:
Kinetic Family Drawing, Thematic Apperception Test, Family
Relations Test, Concept of Illness Task, and Vulnerability
to Illness Questionnaire. No child will be asked directly
about his or her ill sibling unless the parent agrees, and
such interviews will take place at the end of the assessment.
In our previous studies, we have found that parents and
children have enjoyed and benefitted from participation in
simiiiar projects. We will be glad to answer any questions
you might have concerning the study, and look forward to
140 High Street • Springfield Massachusetts 01 106 • 413
787 2500
Ill
the opportunity to share our findings with you. We hope
and expect that our results will be useful in helping
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SprtnqfwWHosoKdi Wesson Memorial Hosptcal Wnson Women s Hospital
Dear
We are conducting a study on healthy children's reactions to chronic
illness in a brother or a sister and we are asking for your help.
Although a lot of work has been done on how parents and patients feel
about living with chronic illness, there has been very little
research on how brothers and sisters feel about living with this
unique stress.
Participation would involve one visit with your healthv child to
our office on the University of Massachusetts campus in Amherst. (If it
is impossible for you to come to Amherst, we will try to meet with vou at
Wesson Memorial Hospital on Hiqh Street in Sorinqfield. ) To help cover
your expenses, we can offer you $10.00 for your participation. The
length of the session varies with each child, but typically ranges
between one and two hours. You will be asked to fill out a questionnaire
while Ms. Simons meets with your son or daughter. Your child will be
asked to draw some pictures, tell stories about picture cards, and play
a game with cardboard figures of family members. She or he will then
be asked some general questions about illness. We will not be meeting
with your ill child for this study.
There is no danger or risk of discomfort to your child with these
procedures. In fact, most children say they really enjoy the experience.
Please rest assured, however, that the session may be stopped at any time
if you or your child requests it. This study has been approved by the
Human Subjects Committee at the University of Massachusetts and at the
Baystate Medical Center.
We hope that you and your child will participate in the study. Your
involvement will help us to better understand how healthy children
cope with the stress associated with living with an ill child in the
home. We will then be able to develop ways to help other children
who have chronically ill brothers and sisters. Because this is a
research study, we will not be conducting individual psychological
assessment or treatment. However, we would be happy to provide you with
a copy of the results of the study when it is completed.
Lee Ann Simons will call you in the next week to see if you have any
questions about the study and if you would like to participate. She
can then arrange an appointment at your convenience. If you decide to
participate, please don't tell your child exactly what this study is
about, so that the research can be objective. Please tell him or her
that the researcher is interested in talking to children in different
families about their ideas. At the end of the session, if you would like,
Lee Ann Simons will be glad to talk with you and/or your child about
759 Chestnut Street Springfield, Massachusetts 01 107 413 787 3200
the experience of living with a sick brother or sister.
Participation in this study is voluntary and is not related to
your child's treatment plans; refusal of consent will not in
any way jeopardize the care your child receives at the Baystate
Medical Center.
Thank you very much.
Lee Ann Simons
Graduate Student in Clinical Psychology







Director, Psychological Service Center





We are conducting a study on healthy children's reactions to
chronic illness in a brother or a sister and we are asking for
your help. Although a lot of work has been done on how parents
and patients feel about living with chronic illness, there has
been very little research on how brothers and sisters feel about
living with this unique stress. To make this research scientific,
we need to interview children with healthy brothers and sisters
as well as those with ill brothers and sisters. Dr. Jones
is assisting us with the project and has provided us with your
name
.
Participation would involve one visit with your child to our
office at the University of Massachusetts campus in Amherst.
(If it is impossible for you to come to Amherst, we will try
to meet with you at Wesson Memorial Hospital in Springfield.)
To help cover your expenses, we can offer you $10.00 for your
participation. The length of the session varies with each
child, but typically ranges between one and two hours. You will
be asked to fill out a questionnaire while Ms. Simons meets with
your son or daughter. Your child will be asked to draw some
pictures, tell stories about picture cards, and play a game with
cardboard figures of family members. She or he will then be
asked some general questions about illness.
There is no danger or risk of discomfort to your child with these
procedures. In fact, most children say they really enjoy the
experience. Please rest assured, however, that the session may
be stopped at any time if you or your child requests it. This
study has been approved by the Human Subjects Committee at the
University of Massachusetts and at the Baystate Medical Center.
We hope that you and your child will participate in the study.
Your involvement will help us to better understand how healthy
children cope with the stress associated with living with an ill
child in the home. We will then be able to develop ways to help
other children who have chronically ill brothers and sisters.
If you are interested in participating, or would like further infor-
mation, please complete and return the enclosed stamped postcard.
Lee Ann Simons will call you shortly to answer any questions you
might have and to schedule an appointment at your convenience. If
you prefer, you may call Lee Ann Simons directly at 5^5-00^1
(days and messages - Amherst). If you do decide to participate,
please don't tell your child exactly what this study is about, so
that the research can be objective. Please tell him or her
that the researcher is interested in talking to children in
different kinds of families about their ideas
.
Participation in this study is voluntary and is not related
to your child's treatment plans; refusal of consent will in
no way jeopardize the care your child receives from Dr. Jones.
Thank you very much,
Lee Ann Simons
Graduate Student in Clinical Psychology
University of Massachusetts, Amherst
Edward 0. Reiter, M.D.
Acting Chairman, Department of Pediatrics
Baystate Medical Center
Professor of Pediatrics, University of
Massachusetts Medical School
Harold Jarmon, Ph.D.
Director, Psychological Services Center










INSTRUCTIONS FOR CODING TAT STORIES
You have now read a number of TAT stories and have a sense
of the range of responses that children can give. When
coding for high, medium, or low, a good way to think about
the child's story is: code medium if the theme is definitely
present; code high if it is unusually strong; code low if
it is present but subtle or implied. Thus you will first
think: is this theme present? Then, if it is, is it
significantly higher or lower than other stories that
present with this theme? On long, complex stories, pay
attention to the general mood of the story if you start
getting confused. Examples of low, medium, and high scores
are presented for the Disobedience theme.
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0=absent . . . . l=low. . . . 2-medium. . . . 3=high
HOSTILITY
Competition between two or more people . Contest
.
Personal attack - including tripping , spanking
.
Pursuit with intent to attack (including running over mother
with bike in card 4)
Mention of a weapon or using something as a weapon
Statement of feelings of hate or anger or jealousy
Threat of death
Killing of self or others
Bitter argument
Revengeful action
Score high if the hostile action seems intentional, if the
feelings are explicitly stated, if threats of killing another
are mentioned
(Would not score for hostility of theme is more of fear of attack
unless it includes an extended description of potential violence)
FRIENDLINESS/AMICABILITY
Cooperation between two or more people.
Sharing. Helping another.
Protective action
Overall mood of friendliness, fondness.
Positive emotions stated: love, liking, caring
Positive gestures described: hugging, stroking, inviting another to play.
Attempts to prevent an attack or to protect anoti»er
(Remember, there should be a sense of friendliness and
amicability to the story. Don't code for this just because
the hostility theme is absent.)
NOTES :
0=absent. . . . l=low 2=medium. 3=high
DEPRESSION:
Death of oneself
Sleep or tiredness, except on card 9
Mention of loneliness, sadness, guilt, terrible mood, unhappiness
Description of someone crying , acting depressed
Sense of deprivation
,
poverty : not being fed enough, no friends, not
enough toys etc.
Isolation from other children or relatives
Attempts to avoid people (except when being pursued by someone about
to hurt them)
Irrepairable negative consequences
Someone leaving a child
Overall sense of sadness
Feeling hopeless
.
Feeling dull , gloomy, dreary, lethargic
Feeling cold
GOOD MOOD:
Renewal, rebirth, coming back to life, mention of spring
Reeling full of energy (if stated explicitly, or story is unusally
filled with cheery activities)
Positive emotions stated: happy, content, good mood
Mention of smiling, laughing, being playful
Richness, plenty, wealth
Warm close relationship with children or relatives; positive physical
closeness to others
Attempts to be sociable, to seek out people for fun and activity
Optimisim about the future and a looking forward to the future




0=absent l=low 2=medium 3=high
ANXIETY
:
—Request for parent in testing situation—Anxiety during testing
Probable negative consequences "possible'* ... "maybe"
Definite negative consequences (score high)
Uncertainty about the future
Death of self or other
Extreme fear
Explicit mention of uncertainty "I don't know" "I wonder why"
Accidents (not intended actions that look like accidents)
Description of someone whining, upset, anxious, worried
Uncompleted action or job , being in a hurry
Story uncompleted - no ending given
Overall mood of anxiety, apprehension
(Be careful not to confuse anxiety with hostility)
CALM:
Expressions of self confidence
Probable or possible positive consequences
Definite positive consequences (don't necessarily score this high)
Renewal, rebirth
Relaxed feeling , calm, satisfied
Explicit mention of certainty: "I know what that is" "I know what will
happen"
Planned activity that is positive
Unemotional, unexcited tone
Gentle, serene, patient characters
Sense of confidence , satisfaction
NOTES :
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0=absent l=low 2=medium .3=high
NEGATIVE BODY IMAGE:
Sickness
Accident involving bodily injury (except card 8bm)
Loss of faculties (blind, deaf etc.)
Mention of body part or object being broken (except card 8bm)
Violent death involving broken bones, injury
Referring to figure as ugly
Mention of gain or loss in body weight
Shame in one's body, about one's appearance
POSITIVE BODY IMAGE:
Health
No bodily injury, despite close call (fell but wasnt hurt etc.)
Taking pride in one's body, appearance
New or repaired object or body part
Faculties restored (hearing, vision, etc.) or no loss of faculties
despite accident etc
.




0=absent l=low 2=medium 3=high
FAILURE:
Mention of inability to accomplish plans
Plans being thwarted





Losing at a game, sport
Not getting what wanted
Feeling that lacks something, falls short
ACHIEVEMENT :
Accomplishing something successfully, especially by mean? of skill, practice
or perseverance




0=absent l = low 2=medium 3=high
ISOLATION:
Separation from other people in time and/or space
Having very different emotions from other people
Discomfort with closeness (for example, baby in card 4 not liking
being held)
Loneliness
Big empty spaces around figure
Having no friends
Only one experiencing something
Noticing and commenting only on one figure in picture (except card 9)
Being lost
Being sent to room alone
People not giving needed help
Not describing obvious family relationships (e.g., card 4: not
describing as mother and children)
SOCIAL INVOLVEMENT:
Wanting to play or be with others
Taking care of others
Closeness to others in space and/or time
Having similiar feelings to another (has to be explicitly
mentioned as sharing feelings)
Seeking out others
Enjoying closeness
Don't score this for sharing meal on card 1 (common response)
NOTES :
0=absent l=low 2=medium 3=high
RIVALRY:
One child getting more food, material things than another
One child particularly more well behaved
Having to wait for another child
Struggle or competion between two story children
One child blamed for another child's actions
ALLIANCE:
Two or more children conspiring together against an adult
Two or more children playing together happily





0=absent . . . . l=low. . . . 2=medium. . . . 3=high
DISOBEDIENCE
Breaking rules, disobeying parents, naughty behavior. Examples
of the different possibilities for each score follow.
Score 1 if: child wants to and might misbehave, is thinking about
doing something naughty
: child eats too much or refuses to eat but then does
: scares parents or misbehaves but parents laugh
: parent yells at child, though child didn't mean to
misbehave
Score 2 if: shoots man in Card 8 in background by accident
: will definitely or most likely disobey in future
: mother or father yells at intentional misbehavior
: parent tells child to go to room for disobeying
'
: child spills food, breaks baby's balloon, has argument
with sibling
Score 3 if: child runs away from home
: child spanked by parents for disobeying
: child snoots or hurts man in Card 8 on purpose
: child runs into mother on bike
: fights with mother or father or sib that are physical
or end with child being punished
: smashing things, pouring food on another
: stealing or lying is mentioned
: eKtreme consequences due to child's misbehavior
OBEDIENCE
Child tries to be good, obey parents, etc. If it explicit,
for example, parent complimenting child on good behavior, score
high. If it is something like: child wants to get out of bed,






DURING THE LAST SIX MONTHS. HOW MANY TIMES DID YOU
CATCH A COLD?
0 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20
HAVE AN ACCIDENT?
0 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20
HAVE A HEADACHE?
0 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20
HAVE A FEVER?
0 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20
GET A TOOTHACHE OR A CAVITY?




DURING THE LAST SIX MONTHS, HOW MANY TIMES DID YOU STAY HOME FROM
SCHOOL BECAUSE YOU WERE SICK?
0 1 2 3 H 5 6 7 8 9 10 11 12 13 M 15 16 17 18 19 20
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SUBJECT #
DURING THE NEXT SIX MONTHS > HOW MANY TIMES DO YOU THINK YOU MIGHT
CATCH A COLD?
0 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20
HAVE AN ACCIDENT?
0 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20
HAVE A HEADACHE?
0 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20
HAVE A FEVER?
0 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20
GET A TOOTHACHE OR A CAVITY?
0 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20
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SUBJECT #
DURING THE NEXT SIX MONTHS, HOW MANY TIMES DO YOU THINK YOU MIGHT
STAY HOME FROM SCHOOL BECAUSE YOU'RE SICK?













Other : Name Age
Relationship (Aunt, Friend, etc):
Name Age
Relationship (Aunt, Friend, etc.)
2. Please describe briefly the ill child's medical problem
HOW MANY HOSPITALIZATIONS (iF ANY) IN THE LAST TWO YEARS :
HOW MANY CLINIC VISITS FOR THE ILL CHILD IN THE I AST SIX MONTHS :
*Please understand Chat names and other identifying information will
be held strictly confidential
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PLEASE ANSWER THE FOLLOWING QUESTIONS ABOUT THE CH T 1 D RFTNfi INTFRVTFWFfi
TOTAL
3. HOW MANY TIMES (APPROXIMATELY) DID YOU HAVE TO KEEP YOUR CHILD
?C?RCLE°0NE)
H0°L BECAUSE ° F ILLNESS ' DURING THE LAST SIX MONTHS ?
0 1-4 5-9 10-14 15-19 20 or over
4, HOW MANY TIMES DO YOU THINK YOU WILL HAVE TO KEEP YOUR CHILD HOME
FROM SCHOOL BECAUSE OF ILLNESS, DURING THE NEXT SIX MONTHS ?
(CIRCLE ONE)
nvmnn
0 1-4 5-9 10-14 15-19 20 or over
5. HOW MANY TIMES, THIS PAST MONTH. DID YOUR CHILD HAVE A FRIEND OVER
to play? (circle one)
0 1-4 5-9 10-14 15-19 20 or over
6. HOW MANY TIMES, THIS PAST MONTH. DID YOUR CHILD VISIT A FRIEND'S
house to play? (circle one)
0 1-4 5-9 10-14 15-19 20 or over
7. how many times, this past month, did you go to a friend' s house to
socialize, without your children? (circle one)
0 1-4 5-9 10-14 15-19 20 or over
8. how many times, this past month . did you have a friend over to your
house to socialize, without his/her children? (circle one)
0 1-4 5-9 10-14 15-19 20 or over
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IS THERE ONE PERSON YOU TURN TO TO DISCUSS YOUR WORRIES AND CONCERNS
about your children? (circle one)
Yes
No
IF YES: Who? ' (what is their relationship to
you - friend, sister, uncle, etc.)
Please describe how they have been helpful:
Do any of your family members (parents, brothers, sisters, aunts,




How close are they?
HOW OFTEN DO YOU SEE THEM? . ,
Have any of your family members been helpful to you in your
concerns about your children? (circle one)
Yes
No
IF YES: Please describe who they are and how they have been
helpful
20
JA, Is your child involved in any special activities outside the home
(Like art classes, sports, religous instruction)? (circle one)
-Yes
No
IF YES: Please list, and estimate number of hours per month he or
she spends in this activity.
15. how many times, this past month, did you go to a restaurant with
your children? (circle one)
0 1-2 3-4 5-6 7-8 over 8
without your children? (circle one)
0 1-2 3-4 5-6 7-8 over 8
16. HOW MANY TIMES, THIS PAST MONTH. DID YOU GO TO THE MOVIES, A SHOW,
A CONCERT, A MUSEUM, ETC., WITH YOUR CHILDREN? (CIRCLE ONE)
0 1-2 3-4 5-6 7-8 over 8
without your children? (circle one)
0 1-2 3-4 5-6 7-8 over 8
s_
CIRCLE ONE
17. Have you been on any overnight trips in the past
(visiting relatives, camping, vacation, etcj7 i
Yes
No
L> IF YES: For each trip, please indicate the number of days you
WERE AWAY FROM HOME, AND WHETHER YOUR CHILDREN CAME WITH
YOU: . .—.
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18. Does youk child have a best friend? (Circle one)
Yes
No
ufrIF YES: Please estimate how many hours a week they see each other
19. Please make an estimate of how much the child being interviewed
today and his/her brother or sister closest in age, argue with
each other. (circle one)
not at all seldom occasionally often constantly
20. IF YOU HAD ONE DAY IN WHICH YOU WERE FREE TO DO ANYTHING YOU WANTED,
WHAT WOULD YOU DO?
2L Please indicate how many years of schooling you have completed:
(circle one)
Junior High (10 years or less)
High School (12 years or less)
Some College (13-15 years)
College Graduate (16 years)
Graduate work beyond college










23, Are the following emotional and behavioral problems a concern to
YOU IN YOUR CHILD? PLEASE INDICATE IF THEY ARE: (I) NOT A PROBLEMj
(2) A SLIGHT PROBLEM; OR (3) VERY MUCH A PROBLEM.
(PLACE X IN BOX)
I
Not a A slight Very much a









I. Being Accident Prone
J . NERVOUSNESS
Ni ACTING SICK FOR ATTENTION
1 . AfTTNG ANGRY
M. UFPRFSSION
N . HYP FR- ACT T V I TY
0. School difficulties
r . KFSFNTMENT
Q Rfdwftting or Toileting
flTPPirill TTFS
R. Being very demanding
S. Acting withdrawn,
Any t mis . Ffarfiii
17 Fights with brothers or
SISTFRS
U. Fights with other child
V. Crying too much








^ ^ CHILD WHEN Y° U FIRST SUSPECTED
What was the age of your healthy child?
25. What was the age of the ill child when the diagnosis was
confirmed?
What was the age of your healthy child?




IF YES: Please describe., including number of hours per week
THIS INVOLVES:
27. DO YOU THINK THE FAMILY'S SOCIAL ACTIVITIES HAVE BEEN RESTRICTED
DUE TO THE ILLNESS? (CIRCLE ONE)
—YES
NO
IF YES: Please Describe:
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IF YES: How HAS the well child dealt with such changes/restrictions?
28, What has the healthy child been told about the illness?
Please indicate the different ages, what you remember telling him/her
at that time, and his/her reactions to what was told:
Age: ; What you Told:
Child's Reaction:
Age: What you told
Child's Reaction:
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Age: What you Told:
Child's Reaction
29, What kinds of questions, if any, does your healthy child ask about
the illness?
30. how many times, in the past six months, did he/she ask questions
about the illness? (circle one)
0 1-3 4-6 7-9 10-12 over 13
31. IS THERE ANYTHING THE ILLCHILD KNOWS ABOUT THE ILLNESS, BUT THE
hfalthy child does not?. (circle one)
Yes
No
— IF YES: Please describe: .—.
32. IS THERE ANYTHING THE HFALTHY CHILD KNOWS ABOUT THE ILLNESS, BUT
the ill child does not? (circle one)
Yes
No
IF YES: Please describe: —
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33. Is THERE ANYTHING YOU FEEL YOU WOULD LIKE TO TELL YOUR HEALTHY
CHILD ABOUT THE ILLNESS, BUT HAVE NOT? (CIRCLE ONE)
Yes
No
IF YES: Please Describe:
34. Are there any materials (books, pamphlets, films, etc.) that you
have found helpful to you in your discussions with your healthy




.—^-IF YES: Please describe: (If possible, please list the ones that
WERE PARTICULARLY HELPFUL)
35. Have you been involved in a support group for parents of chronically
ill or handicapped children? (circle one)
— Yes
No
IF YES: Please describe, including what may have been especially
HELPFUL ABOUT THE EXPERIENCE:
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36
' A^MTT tlERE BEEN ANY EVENTS WHICH HAVE MADE YOU CONCERNED OR WORRIED
ILLNESS? WKcLE IheY"™™
1 T° HIS' HER b^™ER SOR S I STER S
Yes
No
IF YES: Please describe:
37. Have there been any events which have made you feel good about




IF YES: Please Describe:
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38, Have any of your friends or family members been particularly helpful
TO YOU DURING YOUR CHILD'S ILLNESS? IFOR EXAMPLE, HAS THERE BEEN
SOMEONE WHO OFTEN OFFERS TO DRIVE YOU TO APPOINTMENTS, OR TO BABYSIT,
OR TO SIMPLY BE THERE TO TALK TO?) If YES, PLEASE DESCRIBE WHO THEY
ARE AND HOW THEY HAVE BEEN HELPFUL:
THANK YOU VERY MUCH FOR TAKING THE TIME TO FILL OUT THIS QUESTIONNAIRE
I CAN DISCUSS YOUR ANSWERS WITH YOU AND ANSWER ANY QUESTIONS YOU MIGHT
HAVE WHEN I FINISH MEETING WITH YOUR CHILD.
PLEASE USE THE SPACE BELOW AND THE ATTACHED SHEET IF THERE IS ANYTHING
YOU WOULD LIKE TO ADD ABOUT YOUR CHILD'S RESPONSE TO THE ILLNESS THAT
IS NOT COVERED BY THIS QUESTIONNAIRE,
appendix I Subject #
PARF:JT QUESIIfljmi&E











Relationship (Aunt, Friend, etc.):
Name Age
Relationship (Aunt, Friend, etc.)




IF YF.S: Please describe briefly, including amount of time spent
CARING FOR ILL PERSON, TYPE AMD SEVERITY OF ILLNESS:
*Please understand that names and other identifying information will




QUESTIONS FOR CHILD INTERVIEW
What do you want to be when you grow up? How come?
What do you do like to do outside of school? sports,
classes, games, etc. Who do you play with?
Who do you turn to when you're upset about things at home?
school? Who can help you feel better? How do they help?
What are some of the rules in your house? What happens if
you don't follow them? What happens to your brother/
sister?
What do you and your brother/sister like to do together?
What do you and your brother/sister argue about? Who
usually wins?.
How does your brother/sister know when you're angry at
him/her? How do you know when your brother/sister is
angry at you?
In what ways are you like your brother/sister? Different?
What kinds of things does your brother/sister help you
with? What kinds of things do you help your brother/
sister with?
What do you know about (illness of sibling)?
What kind of special help does s/he get? What do the
doctors, nurses try to do? What do your parents do?
Do you have any special jobs?
Who has talked to you about the illness? Mother? Father?
Sibling? Doctor? What did they say? How often do you
talk to them about it?
Do you still have questions about the illness? What?
Have you looked for information about the illness on
your own?
How old were you when you first found out s/he was sick?
What happened?
How do you think having a brother/sister with
has affected you? Changed you? How might things be
different if s/he wasn't sick? How might it be differ-
ent for your relationship with your mother? father?
siblings? How about your parents' relationship?
Are there times when you feel sad about it? Mad? What
makes you feel that way?
What do you do to feel better when you feel sad? Does any-
body help you when you feel sad? What do they do? What
are some of your thoughts when you feel that way?
What happens when you get sick? What do you think about
when you get sick?
Other children told me they sometimes get embarrassed by
their brother/sister's smell/appearance. Does that
happen to you around friends? Do your friends know
about the illness? How did you let them know?
Can you think of any good things about having a brother/
sister with ? Any bad things?
If I met another boy/girl who has a brother/sister with
,
what do you think I should tell them about




QUESTIONS FOR PARENT INTERVIEW
Discuss answers to questions on form. Anvthinq want to
add?
How did the parents work out how they were going to tell
the well child? What was he/she told?
What are some of the differences in how each parent came
to deal with the illness? (example: when first diagnosed)
Who is the well child closest to? then who?
Have you noticed any differences in the children's
relationship before and after diagnosis? (Or, if
congenital, What do you imagine might be different
in their relationship if the child was not ill?)
How has this affected your relationship with your husband?
well child? siblings? own parents?
Have you noticed any signs of attention seeking behavior
on the well child's part when you show concern for the
ill child?
How does the well child describe the ill sibling to peers?
How has your pattern of caring, including disciplining,
changed? (Or, how might it be different?) What are some
of the differences in how you care for the two children?
Do you notice any patterns in the child's responses, e.g.,
gets more upset following sib's hospitalization?
Anyone besides mother take care of ill child? How involved
is father in care of child?
What is well child's attitude toward ill child?
When you have worries connected with illness, who do you
discuss them with?
To whom would you turn if you were ill and couldn't take
care of child?
Anyone in the family been in therapy?
What are some of the most upsetting things had to deal
with regarding the illness? nicest things?
Sonngf tetd HOSOM Wesson M*mor»* HovmS Wwson Women I Hospfttf
INFORMED CONSENT
The study in which your child is about to participate is an investigation
of healthy children's reactions to chronic illness in a brother or sister
Participation in this study is voluntary and is not related to your child
treatment plan; withdrawal of consent will not in any way jeopardize the
care your child receives at the Baystate Medical Center.
You will be asked to fill out a questionnaire while Lee Ann Simons, an
advanced graduate student in clinical psychology, meets with your healthy
son or daughter. She will tell your child that she is interested in
talking to children from different kinds of families about their ideas.
Your child will then be asked to draw some pictures, tell stories about
picture cards, and play a game with cardboard figures of family members.
She/he will then be asked some general questions about illness. The
whole procedure will take from one to two hours and you will be given
$10.00 to help cover your expenses.
Some parts of the procedure will be taperecorded. It is also possible
that for professional purposes, material from the questionnaire and
the assessment of your child may be included in a presentation about
children's responses to sibling illness. Please understand that your
name, the names of your children, and any other identifying information
will be altered or disguised to protect your rights of privacy and
confidentiality.
There is no danger or risk of discomfort to your child with these
procedures. However, the session may be stopped at any time if you
or your child requests it. Please feel free to ask any questions
or raise any concerns you have about the study at this time or any
time during or after the study.
I understand the procedures and agree to allow my child
to participate in the study.
Parent's Signature
Date Witness of Consent




Thank you for participating in this study. We are
very appreciative of your help and will be happy to
send you a copy of the results when the entire study
is completed.
Sometimes parents and/or children find they need to
talk to someone about the experience of living with
illness in the family. If you would like the names
of therapists, support groups, or other help organi-
zations in your community, please let me know. I
can be reached at 584-7238 (home) or 545-0041 (office
and messages) . Similarly, if you have any questions
about the study after you leave today, please feel
free to- get in touch with me.
Thank you again.
Lee Ann Simons
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